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STATISTICAL POLICY FOR AN AGING AMERICA

MONDAY, JUNE 3, 1986

U.S. SENATE, SUBCOMMITTEE oN ENERGY, NUCLEAR PRro-
LIFERATION, AND GOVERNMENT PRNCESSES OF THE CoM-
MITTEE ON GOVERNMENTAL AFFAIRS AND THE Suscom-
MITTEE ON AGING OF THE COMMITTEE ON LABOR AND

HuMAN RESOURCES,
Washington, DC.
The subcommittees met at 10:06 a.m,, in room SD-342, Dirksen
Senate Office Building, Hon. Thad Cochran and Hon. Charles E.
Grassley (chairmen of the subcommittees) presiding.
Present:'Senators Cochran, Grassley, and Glenn.

OPENING STATEMENT OF SENATOR GRASSLEY

Senator Grassrey. I would like to call this hearing to order. I am
Senator Grassley, chairman of the Subcemittee on Aging, and I
am pleased to join with my colleague, Senator Cochran, in cochair-
i:g this hearing to examine the stacistical policy for an aging

erica.

Cf course, I would like to explain, for Senator Cochran’s part, that
he is tied up for a short period of time. I believe he is at the White
House. He is going to join us very shortly, and it is my understand-
ing that he will be here, once he arrives, for the duration of the

earing.

Today, one in eight Americans has celebrated their 65th birth-
day, and the older generation is growing twice as fast as the young-
er generation. Many have called this unprecedented increase in the
elderly population really a demographic revolution. The truth is
that it is just the beginning of a revolution. This is but the opening
roll of that drum. The crescendo will occur early in the next centu-
ry, when the baby boom generation begins to retire. ‘

In the next four decades, in 2025, one out of five Ame~‘cans will
be age 65 or older, and one out of three will be aged 5. or older.
During this time the number of people needin%‘long-term care will
have more than doubled to 13 million people. To put this figure in
perspective, this is the equivalent of 21l of the people of six New
England States.

The impact of the aging of the p,?'ﬁulation is being felt in the
short term as well as the long term. The Medicare Trust Fund may
run out of money in the middle of the next decade. Shortly after
that time, by the turn of the century, the very old population, who
are the highest users of the health care in this country, will have
doubled to almost 5 million people.
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The challenge is very clear. In less than 25 years, an aging socie-
ty will be upon us, whether we have the information to plan for it
or not. Today, we will hear from witnesses who will describe the
importance of building an information base which enables us to
make intelligent policy decisions about the future.

We will hear about the policy impact of the budget process
on statistical systems. The political reality is that we need more
and better information with comparatively less financial resources.
This is a very “-uportant topic, and it is very inportant for those of
us who are working toward reduced spengng and increased pro-
ductivity and cost efficiency in Government.

I would like to commend Dr. Keane, the Director of the U.S.
Bureau of the Census, and Dr. Williams, Director of the National
Institute on Aging, for having the foresight to call for greater co-
ordination among those agencies responsible for administering the
major data systems collecting information on the elderly. I look for-
ward to hearing more about their plans for setting up an inter-
agency forum which will continue their efforts.

T would like to take this opportunity to mention that along with
the published racord of this hearing, and other related materials of
our two subcommittees, we will jointly publish a handbook pre-
pared by the Committee on Natiopal Statistics of the National
Academy of Sciences which lists all cf the major data systems
which presently collect information on the elderly, along with the
type of information they collect. We will also jointly publish a sepa-
rate volume that will include the hearing records, additional testi-
mony submitted for the record, a summary of the summit confer-
ence that will be discussed today, and recommendations for the
questions for the 1990 census and analysis of the impact of the
budget cutbacks on Federal data coliection systems. '

We think these publications will be tremendously valuable to
Federal officials and others working in the area, and of course, it
will be available sometime in early fall.

I want to now turn to my colieague, Senator Glenn from Ohio,
for his opening statement, and anything else that he wants to do at
this particular time.

OPENING STATEMENT OF SENATOR GLENN

Senator GLENN. Thank you very much, Mr. Chairman. I com-
mend you for holding this hearing to promote an efficient and cost-
effective system for developing statistical policy in an aging Amer-

ica.

I think this could well be broadened out to apply not only to an
aging society, but it could be broadened out to say statistical policy
for all agencies of Government. Because I think with almost any
thesis that we have these days in Government, we also van find
statistics to back up a preconceived view—that there are that
many different statistical studies going in that many different sta-
tistical directions.

So I guess I am reminded & bit of the averages joke in times past
about the fellow that drowned walking across the river whose aver-
age depth was 3 feet, and it just shows that you can prove almost
anything by statistics and averages.

Q ;'8
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But there are-some facts with regard to this statistical policy

with regard to an aging America. that are appropriate. As ‘the .

chairman already mentioned, one out of eight ericans are 65
and over and all too many .of us aré joining those ranks on an in-

creaving basis. I am about to-join that crowd myself in a couple of

montha. o this gets very personal with. me.

The: ¢ are some facts ‘that we do know. The population is aging,
and touay, 12 percent of Americans are 65 and older. In 2025, it is
estimated it will be 20 percent, or one out of five. The fastest grow-
ing segment of our population is the group aged 75 and over, and
during this century, we have seen a great increase in life expectan-
3’. That we can all be grateful for. I wouldn’t want the option, the

ternative, Women outlive men by an averafe of 7 years, and thus
the economic, the health, and the social prob, ems of the elderly are
primarily the problems of women. Near y 55 percent of women 16
and older make up over 50 percent of the work force today.

We need to address the important changes that are reshaping
American society and opening gaps between our current policies
and our future needs. For instance, Social Security was enacted at
a time when the traditional family consisted of the husband, who
earned a sufficient income to provide for his wife, who was a home-
maker, and their children. Because women have entered the work
force in such great numbers and because of the increase in single-
headed households, that traditional family of the past now repre-
sents only 10 percent of the pogulation. Reforms are needed in
Social Security which recognize the changes that have taken place
in families since the 1930’s.

Now is the time to do some lon -range planning, to take the ac-
tions needed in order to meet the chal enges presented by the
aging of our society and the changinfg roles of women, in particu-
lar. For this reason, I held a series of hearings in Ohio during the
past 18 months as ranking Democrat of the pecial Committee on
Aging; and these hearings were entitled, “Women in Our Aging So-
ciety.” Many of the issues that were raised at these hearings and
the recommendations that were made are ones that I expect we
will be discussing this morning in the context of data needs.

Important questions include:

How can we promote a healthy old age and close the gap in life
ex&ehctancy between men and women?

at must be done to ensure adequate retirement income for
future generations of elderly persons, particularly women?

"o will be the caregivers of the future, given the increased
labor force particination of women? And how can we provide the
help they need in order to continue to juggle a career as well as
caring for their children, their spouses, and also elderly family
members?

What will be the health and economic status of particular seg-
ments of the over-65 population, particularly the old-old, who are
most likely to need long-term care for chronic conditions such as
hip fractures and Alzheimer’s disease?

e have an idea of what needs to be done and what the Federal
role should be. As I have done in the past, I certainly will continue
to vote to preserve Social Security and Medicare and to o pose
some of the proposals from time to time for just across-the—goard
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.-, spending ¢uts. But in order to improve these programs of vital im-
& portance to all Americans, as well as other programs such as hous-
- 1ng and social services, we do need reliable and usable data, data of
< cient reliability ofi which we can base programs, -programs

. that do cust & lot of ‘money. Particularly in this time of huge

" budget deficits, it is unlikely that Congress will .enact new pro-
grams without good :information about the need™for them and
. about their cost-effectiveness in the'long term. .

It is imperative that we have the necessary information on which
to base. our policy decisions regarding today’s elderly and future
generations of elderly in the very important areas of socioeconomic
and -health status, eniployment and retirement, living arrange-
ments, and family and community supports. It makes sense that
the Federal agencies and others who are collecting data about the
elderly should work together and build on each other’s work as
much as we possibly can. And 1 would be interested to learn more
about what 18 being done, or could be done, on an international
level. I think that is an area that we ignore sometimes.

Dr. | rank Williaras, Director of the National Institute on Aging,
who will testify today, joined me at a very interesting hearing,
“The Grayi.n% of Nations II,” last summer in New York City at the
time of the 13th International Congress of Gerontology.

We had witnesses there from around the world, from the PRC,
People’s Republic of China, and from the Soviet Union, people who
are in charge of their studies on old age, their old age studies in
those nations. It was very interesting to see those people interact
with people from Sweden and Japan and other nations in sharing
information on what is being done with studies and data being
gathered in their areas. It was an extremely interesting meeting.

These witnesses from around the world discussed the importance
of collaboration and sharing breakthroughs in the areas of basic
aging research and geriatric training and the provision of home-
and community-b. services.

Mr. Ch- irman, again; I thank you for holding this impostant
hearing, and in particular, I want to thank the witnesses who are
participating y. I look forward to your recommendations. B
working together, we can be preparec for the senior boom, whic
we know will be upon us early in the next century, and I guess the
genior boom ig naturally a follow-on to the baby boom, and we are
goinf to be into it one of these days. It iz(i;oing to cause us a lot of

roblems. We need to be better prepared for it, maybe, than we

ve in some of these situations in the past where we have just

waited too long and then tried to react after the problem was upon
us. ] am glad we are getting into this in advance of that.

I have another Learing this morning I have to go to. I hope to be
back a little bit later during the question period. We will go
through all the statements, and, Mr. Chairman, I would hope that
we may be able to submit additional questions to the members of
the panel. I am sure there will be a long list of questions for them
today, and I hope they can answer them for inclusion in the record
to be of benefit for everyone.

Ssnator GRASSLEY. Let me follow on what Senator Glenn just
gaid, because not only will Senator Glenn, as he just indicated,
submit questions in writing, I assume that you probably know that

40
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each member may submit questions in writing, because there are
conflicts in committer neetings.

So just expect that you might, each witness, get questions ip
writing and that we would 'ike to have those returned. I think the
normal time is‘15 days, sc ¢ e record will be open 15 days.

L, too, would follow on what Senator Glenn eaid about thanking
the witnesses that are on the list already, a blue ribbon group, if
we have ever had one, and in an area like this where we are look-
ing into the future, we need that sort of expertise, and we have it

ere.

Before I call Dr. Brody, who is at the table now, he has 15 min-
utes assiined to him, and the other witnesses have been asked to
confine their summary to 5 minutes. Please understand that even
without your asking, “unless you say something to the contrary,
your printed statement will be submitted and printed in the record
as submitted, and we accept that. You don’t have to waste a lot of
your 5 minutes thanking us for having this hearing, because we
owe you the thanks for taking time from your busy schedule, and
you don’t have to waste a lot of your 5 minutes for permission to
put your entire statement in the record.

W!{th that in mind, I would like to introduce for the committee
and for all the people in the audience Dr. Jacob A. Brody. He is
dean of the School of Public Health at the University of Nlinois.
Dr. Brody is a weli-known expert in epidemiology, demogranhy,
and biometry, and we are pleased to have him here today to pro-
Xide background information on statistical policy in an aging

merica.

So thank you, Dr. Brody, for comingaall the way from Chicago to
give us your insight: I understand that you have, as I can see in
ront of you, your slide projector ready to go to give us this presen-
tation. I would suggest tﬁat you begin just as you had planned.

TESTIMONY OF JACOB A. BRODY, M.D., DEAN, SCHOOL OF
PUBLIC HEALTH, UNIVERSITY OF ILLINOIS AT CHICAGO

Dr. Bropy. Thank you very much. I am grateful for the opportu-
nity to appear before you and discuss population changes and the
critical need to monitor health and disease during this period of ex-
traordinary growth in the older ents of our population.

It is difficult to comprehend that in 1900, only 25 percent of
people lived beyond age 65, while by 1985, approximately 70 ger-
cent survived age 65 and more than 30 percent lived to be 8 or
more. Almost 20 percent of our population dies after age 85, and if
preseat trends continue, within the next 10 to 20 years, almoat half
of deaths will occur after age 80. Most medical attention and costs
are expended during the last years of life. Thus, at the turn of the
century, our resources were devoted to illnesses in children and
young adults.

Now, almost all our care soee to people well over age 65. This
first figure ! reveals the rapid decline in mortality rates from 1900
until 1980. Half the gain, as you can see on the bottom lire, oc-
curred this century, by 1920, suggesting that better living condi-

'See p. 65.
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tions, canitation, and nutrition piayed the major role in reducing
mortality and e_tending life tais century.

e downward drift persisted until about 1945 and then suddenly
leveled off for almost a quarter of a century. Durinifthose years, it
was ‘assumed thai e had reached the maximum life expectancy,
and -the formulation of many of our Social Security and Medicare
policica developed under this faulty assumption. -

. If we had had better data collection systems and analyzing capac-
ity during that period, we would have been more -cautious. We
would have seen that life expectsiicy was increasing steaaily and
that, simultaneously, heart attack deaths were increasing sharply,
and these two factors nullified each other, producing what ap-

to be a horizontal line for the years 1945 to 1968. In 1968,

" the sharp decline in m¢ ality resumed and still persists as the grip

of heart disease woakers.
Please recall at the beginning of my discussion I mentioned that

" in 1900, only 25 pefcent of the population survived to be 65, wk™s

now, about 70 percent survive to be 65. Thus, this rapid decline
gince 1968 is essentially the result of prolonged life expectancy
among the elderly. :

We would like, of course, to claim full credit for the declines in
heart attack deaths as the result of cur improved lifestyles and
medicines. These changes, however, had not really occurred by
1968, and the specific iteras, such as eating lesg fat and smoking
less, are essentially American phenomeps snd nct observed in
countries such as Sweden and Japan, where people live longer than
we do. Several issues loom somewher: bcyond our current under-
standing. We are clearly living longer. We do not know when the
increasing longevity of the elderly will taper off, and we don't
really know what is causing the present life extnsion.

The centra! issue raised by increasing longevity is the issue of
net gain in active functional years versus total years of disabilit;
and «ysfunction. Present data are weak but suggest that for eac
good active functional year gained, we add about 3.5 cumpromised
years. This debit is piling up. We should be devoting our best
minds to improving information about how well or badly we are
doing during our increased years.

At present, our statistical measurements are sparse and crude,
leaving us with gaps and guesses. This prevents appropriate plan-
ning and intelligent preparation of the population and their own
or, should I say, our own aging. And as usual, the best is yet tc be.

In this slide,! I show the classic population pyramid for 1980
with the youngest segment of the population at the bottom and
women on the right, and the baby boomers being about 20 to 40
years of age. By the year 2000,2 we note that the open portion,
which is the oldest age group, is filling up. Instead of 26 million
over age 65 in 1985, there wili be about 34 million, and the baby
:onogn is aged 40 to 60. By 2030, we really don’t have a pyramid at

12
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There are more than 60 million ple 65 and over, and they are
20 percent of the population. As the population ages, diseases and
conditions associated with older people will predominate. Note that
hip fracture occurs at an average age of 79 and Alzheimer’s disease
at about age 80. The higher the percentage and the larger the size
of our population above these ages, the greater the risk and impact
of these conditicns.

To make my point more emphatic, the next slide > projects the
number of Americans who will have hip fracture. This is through
2050. There are about 200,000 hip fractures per year in the United
States currently, and by the year 2000, this will have risen to
almost 350,000. Since repairing hip fracture is a suzgical procedure,
we must be careful in our planning to be sur - that we have enough
surgeons and surgical suites to operate on t). _ increased number of
people. By the year 2050, there will be more than 650,000 hip frac-
tures occurring in the United States.

This next slide 2 illustrates Al  .er's disease. a much more
common disorder of the elderly. Tl .e are now in excess of 2 mil-
lion patients with Alzheimer’s disease. By the turn of the century,
there will be almost 4 raiilion people with Alzheimer's disease, and
by 2050, this number will have risen to almost 9 million.

My final graph 3 presents projections for nursing home residents.
Theve are currently 1.8 million people over age 6F in nursi
homes. Thei: median age is about 82 years. By the year 2000, there
will be approximately 2.5 people in nursing homes, and by 2050,
the number will have risen to 5.5 million. .

I ended with the slide of nursing home data because nursing
home use is a portion of long-term care for which the highest
degree of knowledge and solid information is necess ry. Our goal
must be the prevention of the need for long-term care and
ponement of its use. We must have very accurate methods for
measuring illness and disability as they contribute to the need for
long-term care,

These data are extremely difficult to collect, analyze and inter-
pret. We must use carefully designed surveys and longitudinal
studies to document the natural history and progression of humans
as they age in this unprecedented period in which the aged are not
only becoming more numerous, but are living longer all at once.
Without documentation of the population increase and of the spe-
cific causes for loss of function and need for long-term care, we
remain on the receiving end of aying for an increased need which
can be handled less and less well in future years by current means.

We now depend very heavily for long-term care on family and
other social supports. In the years to come, families will be smaller,
and women will be working. This puts a predictable strain on the
gystem which we must quantify in order to determine needs.

My pro{ections are not comforting. Knowledge, however, gained
by carefully accumulating accurate data from well-designed statis-
tical investigations will alleviate much of our discomfort and allow
us to plan and manipulate our futures. The insurance companies
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are exploring the feasibility of private sector coverage for long-
term care. The insurers’ projections speak with optimism only
about insuring the healthyy and affluent elderly. They caution that
to make a profit, it may be necessary to start mass long-term care
insurance coverage at very early at and probably unacceptable

The source of confidence-building and courage for ourself, our in-
surers, and our population lies in careful documentation of health,
disease, functicnal status, and financial realities. This can only be
learned through continued expanded and improved data collection,
analysis and interpretation. Given the options, I would rather have
a printout than a black box.

Thank you very much.

Senator GrAssLEY. Thank you very much. You didn't take up the
full 15 minutes, but you were able fo put forth some very sobering
testimony but also very enlightening testimony. I want to say that
I guess that what is sobering about it is in this day and age, to
know that we have to be alerted to this happening, it is fine that
we would be pricked into thinking more about that. This is the pur-
pose of the hearing. But also, we than‘l::afou for telling us how we
can take advantage of a better statistical base to be on top of this
to a better extent.

Thank you very much.

Dr. Bropy. Thank you, sir.

Senator GRASSLEY. Our second panel includes Dr. T. Franklin
Williams, who is the Director of tge National Institute on Aging.
We also have Dr. Jack Keane, the Director of the U.S. Bureau of
the Census. I would like to have both of you come tc the table at
the same time, Dr. Keane and Dr. Williams. It is m understand-
ing, for the benefit of the audience, that the%y will discuss the re-

ts of a forum they organized on May 2 of this year to explore
how the statistical system can provide the data needed to answer
policy questions for an agm% society in a cost-effective wa{.

I need to compliment each of you in your positions of eadership
for taking this step of interagency cooperstion. So I would ask you,
Dr. Williams, to start, please, and then before I ask any questions,
I would ask Dr. Keane to follow on with his testimony.

TESTIMONY OF T. FRANKLIN WILLIAMS, M.D., DIREC: . .. i.4-
TIONAL INSTITUTE ON AGING, AND JOHN G. KEANE, . RECTOR,
BUREAU OF THE CENSUS

Dr. WiLLiaMs. Thank you, Senator Grassley.

I welcome this opportunity to report on a May 2 meeting that
was held to advance the coordination among Federal agencies of a
statistical policy for the aging population. The rapid increases in
the number and proportion of nger people in our Nation, particu-
I%ralﬁ those who are in their eighties and nineties confront us with
challenges of historic proportions. The National Institute on Aging
and other agencies concerned with older people depend heayvily on
the Federal statistical system in order to understand and interpret
changes that are underway &. 4 to plan effectively for the future.

To identify issues and opportunities relating to aging statistics,
and to increase the formal and informal collaboration among Fed-
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eral agencies, Dr. Keane and I convened a meeting on the National
Ins:itutes of Health campus on May 2. Eleven directors of Federal
agencies were in attendance, as wall as 55 additional participants
and observers representing 42 Federal and non-Federal organiza-
tions, including 12 institutes of the NIH, 10 other agencies within
the De‘fartment of Health and Human Services, and 9 from othe:
Federal agencies. A full list of participants and observers has been
submitted for the record.? .

Every7 Federal agency wae invited to submit a statement of the
vital iszues in aging-related statistics, and these statements, togeth-
er with a summary outline of the issues therein, are also submit-
ted.? Let me just summarize here some of the substantive and pro-
cedural issues that were raised in the statements and also in our

i ions at the meeting, as well as some of the overall recom-
mendations. .

These agencies called for more and better information on the el
derly population in a number of epidemiological, demographic, and
economic areas, inclucing the utilization of services and projection
of needs for services. Despite the fact that each agency focused on
its own mission, there were, indeed, many common threads and
considerabliagfreement. For example, a large percentage of the
statements ed for improved data on the institutionalized popu-
lation, which Dr. Brody has just described as growing at a consider-
able rate. Many statements also cailed for better measurement of
poebidity, disability, and risk factors; for more accurate data on
causes of death; for improved information :on the health costs of
diseases and of the services needed: and, for more data on the em-
ployment and financial sta‘us of older people. )

Almost all the agencies noted the importance of bridging gaps,
particularly the gap between health and socioeconomic data, of pro-
viding comprehensive and longitudinal data in certain areas, and
of disaggregating published statistics beyond the age of 65. Thir is a
very important to do since, up to now, so many of our statistics
have been lumped together for everybody beyond age 65."A number
of statements noted the importance of oversampling important
groups such as the oldest oid. We also need to improve the qnuality
of the data collected, especially on itively impaired persons.

In terms of the recommendations from this meeting, the partici-
pants agreed on the need to improve coordination and collaboration
among agencies. Other potentially interested agencies.should be
brought into any agency's planning of surveys at early stages. The
opportunity for iggy-backing of questions to reduce cgsts should be
accomplished wﬁerever possible, and systems that combine health
and socioeconomic data should be developed collaboratively.

The two agencies that are most central to the collection of these
data, the National Center for Health Statistics and ‘the Bureau of
the Census, need to continue to develop and share technical exper-
tise in the problems of collecting adequate and high-quality data on
the elderly. The National Institute on Aging can help in supportégg
research in these efforts. Finally, it was agreed that there is a n
to establish a focus and mechanism for further collaboration on

'See p. 73.
2See p. 85.
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aging statistics among all these agencies. Dr. Keane will spéak to

" that need.

" ‘Senator GrASsLEY. Dr. Keane.

Mr: Keane. I will take the chairman’s admoniticn to heart, and I
thank him, but I truly commend you.

Sénator GrassLEy: OK.

Mr. KeaNE. And also Senator Cochran for calling this kind of a
heming early. I am honored to join my distinguished colleagues
from' the National Institute on Aging, the Social Security Adminis-
tration, the National-Center for Health Statistics, and others testi-

This conference.that Dr. Williams spoke of on May 2 was a first-
ofiits-kind effort to gather directors of Federal agencies concerned
with the .collection of data on the older population. The single issue
identified as most important in development of aging-related statis-
tics was to establish cooperative actions among our Federal agen-
cies. Clearly, cooperation is seen as a wzy to extend our agency’s
cami(}ities to meet our goals in a cost-efficient way. .

‘Through cooperation, we can improve our ability to link data col-
lection and research to funding and policy development. We can
provide better information for establishing priorities in data collec-
tion and research that meet the tests of scientific value, social rel-
evance, and affordability. . A

By working together, we will be better able to isolate funding
and policy'related areas, needed data, and to fill those data gaps.
We expect that one important outcome of our cooperative action is
that we will be able, for example, to begin to integrate health and
socioeconomic,_data. We can extend the use of limited resources,
avoid waste, and work toward a uniform, complimentary approach
across Federal agencies where appropriate.

.We.can _also imiprove access and gxsse mination of data for plan-

ning, program management, and development of policy options. By
reoogmzin% our mutual interests, we can encourage collaborative
research. To date, there has been no formal effort-to promote coop-
eration or to identify vital data gaps that need to be filled to
answer policy issues related to an aging society. ~

Within the Federal Government, there are two primary agencies
concerned with the production and analysis of aging-related statis-
tics: The Bureau of the Census produces demogra ic, social, eco-
nomic, and housing data. The National Center for Health Statistics
produces-health data. In addition, the National Institute of Aging
coordinates and promotes research inte various factors related to

aging.

Because of the research and funds, the National Institute on
Aging is at the cutting edge of knowledge about data needs that
can provide unique insight to data collection agencies. Many other
agencies produce data on specific subjects that are relevant to the
study of aging. The participants of the summit meeting unanimous-
ly agreed to promote cooperation and coordination among Federal
agencies through the establishment of an interagency forum on
aging-related statistics. Each agency director will appoint a senior
staff person able to make broad policy decisions. echnical staff
will work with the forum, and working committees will be orga-
nized to address specific issues.

.16



The forum will be jointly chaired by the Census Bureau and the
National Center for Health Statistics. The agency directors will
stay closely involved with the forum, acting as an oversight com-
mittee that will meet twice a year. The oversight committee will be
chai.ed jointly by the Directors of NIA, the Census Bureau, and
the National Center for Health Statistics.

The forum.will provide us with a formal structure for the ex-
change of information about needs at the time new data are being
developed -or changes are being made in existing data systems.
Through this forum, our various agencies may also be able to: .

- One, identify data gaps, potential research-titles, and inconsisten-
cies among agencies in the collection and presentation of data re-
lated to the older population; two, create opportunities for joint re-
search and publications among the agencies; three, improve access
to data on older persors by serving as a coordinating point for data
requests from Congress, governmental agencies and other data
users; holding meetings with data users to gain better understand-
ing of their data needs and producing reference reports; four, devel-
op joint funding for projects involving aging-related statistics of
mutual need among agencies; five, identify statistical and methodo-
logical problems in the collection of data’ cn the older population
and investigate questions of data quality; and six, work with other
countries—I think Senator Glenn brought out this point—work
with other countries to promote consistency in definitions and pres-
entation of data on the older population.

That corcludes may observations about the summit conference.

Senator GrassLEY. I have just a few questions, a couple of things
that I want to bring out that kind of involve the administrative re-
lationship. I know you have already addressed that to a consider-
able extent, but there are a couple of things that may be more ad-
dressed. To both of you, I would make the proposition that it is my
understanding that “part of the idea behind the interagency forum
is to set up two Federal centers on aging-related statistics: One
would address social, economic, and housing issues, and it would be
based at the U.S. Bureau of the Census, and the other would ad-
dress health issues, and it would be based at the National Center
on Health Statistics.

Now, what would be the relationship between these centers and
the forum?

Mr. KEaNE. The forum would be an interagency group, including
both the representatives of the earmarked agencies, as well as the
oversight committee. That would be what a forum does, in the
sense that it would be the clearing house of idess; it would be a
place for discussion; it would be the opportunity to address where
identified data gaps are and what to do about them in the way of
recommendations. It would be, in the broad sense of the ter.1, both
the oversight function as well as from an agenda standpoint, look-
ing at issue by issue as they emerge through the experiences of the
two centers which you have identified.

At this point, since this i3 the aim, and it is not yet the reality,
we don't have experience to go on. So, conceptually, that, at this
time, is what we propose. .

Senator GrAssLEY. Dr. Williams.

-

-
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Dr.- WiLniams. I see it essentially the same way, Senator Grass-
ley. We conceive of the forum as the meeting ground of the key
people from a wide range of Federal agencies that have a real
stake in both generating and using aging-related statistics. This is
tue direction in which we will mov:, contix’ming the process started
in our first meeting—to understana each other’s needs, to share re-
sources, and-to develop very specific ways to collaborate in the col-
lection of data and analysis of data.

I see the two centers, the Bureau of the Census and the National
Cenier on Statistics, as:being the primary settings where most, but
by no means all, of the relevant data will be generated, and where
-the_.greatbulk of the. storage and analysis capabilities will exist for

They will be the key support and service agencies; and the forum
will be the overall coordinating body.

Senator GrassLEY. Now, to either one or both of you, I would like
to know if you expect that the interagency forum will address the
question of data overlap. '

Mr. Keang. Most assuredly.

Dr. WiLLiams. It certainly will.

. Mr. KEaNE. It is one of the primary reasons for the forum.

Senator GRASSLEY. Again, to either one of you or both of you,
how will conflicts between agencies be resolved, if they come up?

Dr.- WiLLiams. We see what Dr. Keane referred to as the over-
sight committee as being the ultimate arbiter of conflicts. We see
this as a continuation of what we began in this first meeting of rep-
resentation of the direciors of these participating agencies. That is,
the two of us, and the Divector of the National Center for Health
Statistics, who you will hear from shortly, will serve as the ulti-
mate decision body to address issues about conflict or disagree-
ment.

.Now, we can’t guarantee that we will always resolve everything,
but given the common interests, I don’t anticipate that we are
going to have any unresolved conflicts.

Senator GRASSLEY. Yes?

Mr. KeanE. Two additional comments. One is that because we
have started early in the process, and involved everyone, that
should lessen the npportunity and, therefore, the likelihood for con-
flicts to arise. Should they arise, and some surely will, as you will
recall from my testimony, likegr, the committee is cochaired by Dr.
Williams and the head of the National Center for Health Statistics
and myself, and the three of us, .neaning our agencies, have estab-
lished working relationships of some long standirg.

Therefore, that should also help in the resolution of any emerg-
ing conflicts. :

nator GRAssLEy. Can you accomplish your goals administra-
tively, or will there be some legislative needs, and if there are any
legisll?:i\?re needs, to what extent could we be helpful in accomplish-
ing that

Mr. Keank. Speaking for the Census Bureau, our belief at this
time is that there are no legislative needs. We have the authoriza-
ticns and, under title XIII, all the justification for doing what we
need to do and perceive doing.
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Dr. WiLriams. I agree. At the present, we see no need for any
further authorization. We have adequate authorization, and as this
hearing will continue to show, all of our agencies are already shar-
ing in a number of ways—which we hope to expand. -

But under current authorization, that will be quite possible.

Senator Grassiey. You don’t anticipate any problems with any
Cabinet Councils or OMB on the goals you seek?

Dr. Winiams. I don’t think so.

Mr. KeaNE. I don't anticipate any. So far, the Office of Manage-
ment and Budget has not taken an active role in the issue.

Dr. WiLLiams. The Department of Health and Human Services
has been supportive of what we are doing.

Senator GRaAsSLEY. I have no further questions. So I would ask
you to be cognizant of the requests that you might have for ques-
tions to be submitted to be answered in writing.

We were going to invite another Dr. Keane to the table, but that
is not possible, so we have Dr. Feinleib and Ross. I would ask that
you come aad join the present members who have Jjust spoken.

This third panel includes distinguished representatives from four
of the five major research and data collecton agencies. I would like
to take this opportunity to say that I am disappointed that the
Health Care Financing Administration [HCFA] was not here today.
Although we requested that they testify, they responded that they
were also called to testify at another hearing today and that they
currently do not have the staff to prepare testimony for the two
hearings. They have ‘submitted written testimony for the record,
and we will be and we are going to send them a ligt of questions to
answer based on that testimony. I assume that HCFA is testifying
before another committee that T attended earlier this morning, the
Subcommittee on Health and Finance, where we are looking into
tl;idixtension of the prospective payment system into post-hospital
needs.

Our third panel today includes Dr. Williams, Dr. Keane, already
introduced, Dr. Manning Feinleib, Director of the National Center
for Health Statistics, and Dr. Jane Ross, Director of the Office of
Research Statistics and International Policy of the Social Security
Administration. For the benefit of the audience, I expect that they
will give us an overview of their Agency’s activity in data collec-
tion and research on the elderly, and then they will discuss coordi-
nation from their Agency’s perspectives. So would you please begin,
Dr. Williams?

TESTIMONY OF T. FRANKLIN WILZIAMS, M.D., DIRECTOR, NA-
TIONAL INSTITUTE OF AGING; JOHN G. KEANE, DIRECTOR,
BUREAU OF THE CENSUS; MANNING FEINLEIB, M.D., DIRECTOR,
NATIONAL CENTER FOR HEALTH STATISTICS; ! AND JANE ROSS,
DIRECTOR, OFFICE OF RESEARCH, STATISTICS, AND INTERNA-
TIONAL POLICY, SOCIAL SECURITY ADMINISTRATION *

Dr. WiLLiAMs, Thank you, Senator Grassley.

'See p. 33 for Dr. Feinleib’s prepared statement.

*See p. 38 for Ms. Ross’ prepared statement.
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The National Institute on Aging was established by congressional
mandate in 1974 for: 5 )

The cnduct and support of biomedical, social and behavioral research and train-
ing related to the aging process and to the diseases and other special problems and
needs of the elderly. .

Within this mandate, two of the Institute’s units have primary
concern with Federal statistics on older people: our extramural Be-
havioral Sciences Program and our Intramural Epidemiology, De-
moﬂaphy, and Biometry Program. Our programs support research
and tr.

aining as well as the development of data bases and research
methodologies across a wide range of disciplines. :

Important research priorities for the Institute include under-
standing aging, of which the oldest old, those 85 and older is a
major category; Alzheimer’s disease; maintenance of health and ef-
fective functioning; and hip fractures and other common disabil-
ities of older people. We also place a high priority on basic research
on.the aging process and on training for research and academic
leadership.

Through interagency agreements with the Bureau of the Census
and the National Center for Health Statistics [NCHS], our Institute
has supported the develpment and analysis of data bases. Also, the
Institute supports a data archival center at the University of
Michigan for the use of these and other data bases by qualified in-
vestigators.

Major intramural studies under way including now a follow-up
study of the older people who were part of NCHS' National Health
and Nutrition Examination Survey conducted in the early 1970’s,
and longitudinal epidemiological studies of older people in four
communities. Research methods for collection and analysis of data
on older people are developed by both our intramural and extramu-
ral scientists, nany of whom make intensive use oi other Federal
statistics. ’

NIA has identified a number of gaps in the Federal data system
on the aging population and a number of opportunities for cost ef-
fective collaboration with other agencies. Our statement of vital
issues prepared for the May 2 meeting identifies a number of these
gaps. I will give only a few examples here.

First, the oldest old population is one of the fastest growing age
groups in our country and has the highest burden of morbidity and
disability of any age group. A very large minority are in long-term
care institutions. Many nationally representative surveys, such as
the National Health Interview Survey of the National Center for
Health Statistics and the survey on Income and Program Farticipa-
tion of the Bureau of the Census, often end up with :nadequate
numbers of very old people for many needed znalyses. The quality
of the data, moreover, may be poorer than that of other afe g'rouf)s
because of problems of collecting adequate data on very old people.

Second, there is a need for mote comprehensive and longitudinal
data on older people. Many suffer trom multiple illnesges, and we
need to know more about the interactions between the different ill-
nesses and a number of social and economic factors. Rates of insti-
tutionalization are dependent upon multiple risk factors, and we
need more information on all of these.
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Many of these factors, in turn, are related to housing costs, re-
tirement trends, trends in living arrangement, age at widowhood
and the availability of long-term care insurance.

‘Data relévant to many of these aspects are obteined. by various
Federal agencies but have pot often been interrelated, and more se-
riously, have not been reported in sufficiently small age intervals,
that is, such as 5-year age intervals. :

At a national level, we know compa’ratively little about the tran-
sition of individuals into and out otp dependency and the pathways
of individuals throx:gh the long-term care system. Some of our
more recent data’indicate, for example, that there is a significant
move back out of dependency and out of long-term care institations
which has received relatively little attention up to now. Both longi-
tudinal and comprehensive data are needed in order to understand
these transitions more fully, which should also help in developing
more effective methods to reduce dependency and the use of long-
term care services. ,

Finallg', a significant amount of the data that is collected is
never adequately analyzed, in part because there are too few epide-
miologists, demographers and statisticians who have the substan-
tive and methodological knowledge needed in order to analyze data
on older people.'We need both to develop new ways to increase the
number o, irained scientists in this area and to increase our efforts
to make data available in a timely fashion to Federal agencies and
to extramural scientists.

There are a number of highly cost-effective ways to improve on
what is now done, such as reporting by 5-year intervals throughout
the age span; piggy-backing or sharing of surveys; linking surve
dsta with administrative records under strict safeguarding of confi-
denciality, and resurveying respondents from previous surveys.

Our Institute is ea%er to work with the Bureau of the Census, the
National Center for Health Statistics, the Social Security Adminis-
tration and other agéncies to accomplish these objectives.

you.

Senator GrassLeY. Thank you.

Dr. Keanc?

Mr. KeANE. Chairman Grassley, the Census Bureau, as factfinder
for the Nation, is responsible for the collection, compilation and
dissemination of basic information on the size and characteristics
of the nation’s population. Through the Decennial Censuses and
numerous surveys, we are able to profile the population and its de-
mographic, social, economic and housing status.

We continually stride to improve our data collection and dissemi-
nation efforts to make our data as accurate and useful as possible.
As the older population has increased and will continue to do so in
the future, we have become ever more involved in effects to supply
policymakers, researchers and other users with detailed irforma-
tion on this important segment of the population.

Some of what we are doing or hope to do is described as follows.
Research on the older population can be complicated by problems
that do not occur in research on other segments of the population.
Here are some of the difficulties and challenges:

One, the planning and coordinating of data collection efforts for
the older population will be greatly enhanced by the establishment
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of the interagency forum on cging-related statistics. For the first
time, those agensies moet intimately involved in the development
of data on the older ropuiation #ill have o mechanism for commu-
nicating among vhemselves and witn other users on data needs.
Sharing plans for data development at the conceptual stage is vital
for an efficient, useful statistical system. .

Two, the issue of data quality can be particularly disficult to
solve because some older respondents, pariicularly those in institu-
tions, may be cognitively impaired. Further, we are ining the
way we ask questions about age to ensure that the design of tue
questionnaire is not misleadini. We are also lookiny at ways to ugse
iagclélinistrative records to check on the acc: rarv of the datu we col-

Three, as the attention of the Nation has focused on this growing
segment of the population, users have asked for more detailed in-
formation on the older population, as well as for data on a particu-
lar ent, the oldest old. Two froups of efforts are being made or
considered to meet these demands.

First, we plan to pubiish data in greater detail than in the past
in the 1990 census and in surveys, including sho 7ing information
for age groups within the 65 and over population and for other
gh;:}-lacteristics, such as gender, race, ethnicity, family type, and so
orth.

Where surveys are the source of data, techniques such as averag-
ing data over samples for several years or providing estimates in
ranges for given levels of confidence are being used on an experi-
mental basis to minimize the impact of too small sample sizes.
With ranges, ugers can obtain estimates for subgroups of the older
gopulation never before available, even though the precigion of the

ata will not equal that obtained if the sample sizes were larger.

Increasing the sample sizes would produce more precise data, but
t.:at is also expensive, especially for the oldest qld, since the popu-
lation 80 gears and over constituted just 2.5 percent of the popula-
tion in 1985. They are a small but important subgroup from a
policy perspective, because it is projected that the Federal Govern-
ment will spend $80 billion per year on the population .9 years
and over in less than 15 years. That makes it imperative to get the
most out of the data already collected.

The second kind of effort to get more detailed information con-
cerns new data collection efforts. These range from adding sui)ple-
mentary questions for older respondents to ongoing surveys tc link-
ing data files with administrative record systems. Linking of data
sets could be used, for example, to add detailed information on
health or disability to data collected on sucioeconoraic status. While
the linkage of records is efficient and potentially valuable, confi-
dentiality of the data must be ensured absolutely, and privacy
issues are paramount.

Four, an important part of our job is to get data to users in an
understandable and useful format. We are investigating * ays to
m%k? the data more accessible and to disseminate dawa more
widely.

And five, finally, we want to facilitate the analysis of the data
we produce. To that end, longitudinal data files, files that contain
information on the same person over a period of time, are being
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created and techniques developed for using such files. These kinds
of files are needed to study the impact of events on persons; for ex-
ample, the impact of retirement or the death of a spouse.

Also, efforts are being made to facilitate comparisons of the
status of the other population in other countries with our older
population. This requires the development and use of standard defi-
nitions and tabulations. As you can see, there is much to be done,
but we welcome any suggestions this committee or other users

ight have in that )

nator COCHRAN. you very much, Dr, Keane.

We now have Dr. Mannix.‘g Feinleib who is the Director of the
National Center for Health Statistics. Welcome to the committee,

Dr. Femnize. Thank you very much, Senator Cochran. I will take
Senator Grassleg’s admoniticn to proceed with the testimony, al-
%ouglll1 it is di %ult to not thank you (Erectly for inviting us to

ese hearings and participating in these earings.

The National Center und%%akes more than a dozen different
data systems to document the health of the people in this country.
I will use this time to briefly summarize some of the major efforts
of NCHS to produce health data on the aging population. For each
activity, I will highlight some opportunities we have to increase
our knowledge of the health of older persons.

One effort is producing longitudinal data, which are important to
identify changes in health over time. From such data, we can
follow a person from the onset of a chronic condition to disability
and eventually to death; relating the impact of a variety of events
such as retirement or death of a spouse to the health outcomes of
the individual. NCHS has two current examples: The National
Health and Nutrition Examination Followu Survey, referred to as
the NHANES I Followup Survey, and the 1986 longitudinal study

on aging.

The ﬁ'HANES I Followup Survey has recontacted individuals
who were given physical examinations more than a decade ago.
The longitudinal study on aging is reinterviewing older persons
who were first interviewed as part of the National Health Inter-
view Survey 2 years ago. These surveys are giving us additional in-
sight into risk factors which are related to the aging process and
which may contribute independently on how changes in function
influence longevity and admission to nursing homes.

Both surveys were the result of collaboration with NIA, and we
are jointly explori g udditional opportunities for longitudinal data
collection. One such opportunity is to recontact families of resi-
dents surveyed in our 1985 National Nursing Home Survey to
learn about discharges and readmissions. Another opportunity is to
repeat the longitudinal study on aging J)eri i .

A second activity important to the data on aging is record link-
age. The linkage of survey data with administrative records can
expand our longitudine] data and is highly cost effective. Over the
last several years, the National Center has developed the National
Death Index. This provides a mechanism to link records from vari-
ous studies to death records, which are kept by the States, and is
used with all of our surveys of older peisons.

. We &lso have been discussing with the Health Care and Financ-
ing Administration the potential for linking Medicare administra-
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tive records to the samples of the two lo itudinal surveys I just
mentioned. A Key initiative for statisti poli? is to facilitate
record linkage while protecting privacy and con dentiality. From
our initial discussions, and as you have just heard, this is an impor-
tant area of focus for the forum described earlier by Dr. Keane and
Dr-. Williams. ]

A third NCHS activiig/ is assessing the feasibility of including
older persons in the 1988 National Health and Nutrition Examina-
tion Survey. This survey is unique, because it collects data from a
phwv.ica’ examination and from laboratory tests on each partici-

t. Until now, this survey has excluded persons over the age of

4, mainly because of problems i examining older persons at our
mobile examination centers. We are now reassessing the possibilit

of including people of older ages in several different ways, includ-

ing conducting a limited physical examination of older persons in

their homes or in minivan which can be parked nearby, rather

" than bringing the elderly people to our examination centers.

A fourth activity is conducting methodological research on meas-
uring the health »f older people. Some of our current activities in-
clude: The planning of two international conferences, one on the
topic of measuring the health of the aging and the other one on
issues of recording the underlying cause of death; focusing on how
to measure the quality of life of older people, an issue of growing
concern as longevity increased; and planning @ workshop on
measuring the cognitive deficits in older persons, which is impor-
tant to determining the prevalence of eimer’s disease and the
ability of older fp_ersons to live independently.

Finally, the fifth activity which I would like to summarize is
analysis and dissemination of our data. Our experts have prepared
special analyses or mortality trends, nursing home care, t' e need
for home care and such issues as urinarv incontineace. We have
collaborated with the National Institute on Aging to produce a new
periodic statistical report on aging, and we have given special at-
tention to the timely release of public use data tipes in order to
allow wider acceas to our data by extramural researchers.

In summary, I believe we can greatly improve the relevancy and
availability of health data on the aging, and increase collaboration
among the agencies represented here this morning as well as many
others. I am looking forward to working through the forumn to en-
hance the relevancy of NCHS data for research and policy unalysis.

Thank you.

Senator CocHrAN. Thank 1",;ou very much for your excellent state-
ment. We have as our fourth member of the panel Jane Ross, who
will provide some testimony with respect to the viewpoint of an
agency providing benefits to the elderly population.

Ms. Ross. Mr. Chairman, it is a pleasure to be here today to dis-
cuss statistical policy for an aging America. The Social Security
Administration welcomed the convening of the May 2 summit
meeting of Federal $ency heads to discuss information needs re-
lated to the aged. With so many agencies involved in collecting
data relating to the aged and in operating programs to assist them,
and with the need we all have to use scarcz resources effectively, it
is essential that we have a mechanism to assure that data gaps are
filled and that we aveid duplication of effort.

24,

{



19

We beélieve that the summit meeting and a continued interagen-
¢y forum are ‘J)oaitive steps toward our goals of cooperation and co-
ordination. We share the enthusiusm being expressed by others
here today- about the potential for more collaborative efforts, espe-
cially the coordination of survey activities. .

We- also support the call for maximum use of iinkages between
data files, always with the strictest regard for confidentiality con-
cerns. Further, we welcome the inclusion’ of operating agencies
such as SSA in these interagency discussions to determine prior-
ities among data needs. : .

The proposed ‘mix of data collectors, researchers and othes uses
of information helps to ensure the relevance of all of our informa-
tion-gathering activities. We at SSA are confident that further
joint efforts ‘will strengthen and improve the focus of our own sta-
tistical and research activities, as well as those of other participat-

agencies.
mf would like to turn now to-a brief discussion of some ongoing
activities in the Social Security Administration that pertain to the
aging of our sociéty. Specifically, I would like to discuss work we
have in progress'to assess the economic status of the aged and to
analyze the work eagdcity of older persons and the demand for the
services of such workers. ' :

With regard to the economic status of the aged, SSA conducts its
own occasional surveys and uses the recurring surveys of the
Census Bureau to assess the economic well:being of the aged and
the trends over time in‘their economic status. For example, we re-
cently conducted a New Beneficiary Survey, which enables us to
examine in detail the economié status of current retirees and to
compare their economic status to that of a cohort of new retirees
surveyed a decade ago.

SSA researchers also are using the Census Bureau's Current
Population Surveys and Survey of Income and Program Participa-
tion to assess the income of wealth of 5-year age groups within the
aged populatior and to track the incomes of aged cohorts over
tim

e.

We also understand that others are contemplating a reinterview
of those previously involved in our Longitudinal Retirement Histo-
ry Survey, which tracked, for 10 years, a group of persons ap-
Proaching retirement beginning in 1969. A reinterview of that
eample would provide valuable insight into what happens to the
income of older persons as they age and into the economic status of
the very old, those entering their eighties.

On topic of work capacity and demand for older workers, there is
much interest in how increases in life expectancy will affect work-
ers’ ability and their willingness to work. For example, we are ana-
lyzing data from the National Health Interview Survey sponsored
by the National Cen’.ar for Health Statistics to determine trends in
the health status and work capacity of older workers and to sug-

est whether projected increases in longevity will be accompanied
y an extension of active worklives.

Another project is using data from the New Beneficiary Survey to
analyze the relationship between the decision to retire and a per-
son’s occupation and health status.
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Whether older wc.kers will be willing to work longer as th% live

longer -is another research issue. Before projections of the fature
can be made, ‘better understanding is needed o pasl trends. A
project we plan to do in-house. will examine trends in retirement
since 1960, usigg:lta both on lsbor force participation and on the
ages at which Social Security benefits are first claimed. Those are
two different definitions of retirement. :

Whether older workers will work longer also is a function of the
demand for older workers. Many private pension plans, for exam-

le, provide ni incentives for older workers to continue to work.
ese plans ufay .full benefits at age 62 or they %ive no credit in
pension calculations-for work performed after ege 65.
_Further, the results of a recent grant sponsored hy SSA suggests
that few employers offer other incentives to, keep their older em-
Ployees sorking. - :

A is funding further anuiysis of how pension systems and em-
loyers will respond to the c{funging age structvre of the labor
orce. .

Many of the topics'I have outlined complement and utilize the
work of the National Institute on Aging, the National Ccnter for
Health Statistics, the Census Eureau, and others. We at Social Se-
curity 'look forwerd to zcllaborative efforts among us as we pursws
common research interests.

Thank you. . ’

‘Senator CocHrAN. Thank you very much, Ms. Ross, for your as-
sistance and your testimony this morning. In looking over the
topics that have been discussed by this panel, I wonder whether or
not there is any difficulty‘in using data compiled, fer instance,nlpv
the Census Bureau, which has a very strong allegiance for confi-
dentiality and maintaining integrity of the process so that informa-
tion can be obtained with those assurances being made to the gen-
eral public. How is that to be integrated into a data base for shar-
ing among other agencies without breaching that confidentiality?
Is that a problem? I know Dr. Feinleib might comment on that,
and Dr. Keane, as well.

Mr. Keane. Perhaps the observations of our users would be more
pertinent than ours. As you know, we acknowledgz the importance
of confidentiality. There is no more important shared value that I
know of in the organization than the confidentiality, the protection
of a responder’s privacy.

But beyond that, we have always balanced it wita the need and
the use and benefit of our data, and as long us ttere is no disclo-
sure of an indivicaal's identity, we will share thec data within our
title XIII authority.

Senator CocHrAN. Dr. Feinleib?

Dr. FeinLems. These are essentially two types of collaborations
envisioned with to the sharing of information. One is at the
aggregate level, where you need data on subgroups of the popula-
tion. With this, the Census Bureau has been extremely forthcom-

ing.
%Ve are trying now to determine mechanisms for sharing data at
the micro level where it is important to sometimes check the char-

acteristics of an individual, zuch as economic or social characteris-
tics, to relate it to other data for that individual. Ctherwise, we
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wouldn't know what socio-demographic “cell” to put the individual

in. This is the issue that is most important now, to be able to pro-
vide mechanisms for"exchs ing this information while preserving
the confidentiality of the data’and the privacy of the individuals,

‘Senator CocHRAN. I'ndticed:in the testimony of Dr. Williams
tkeré is a reference to :m;H)orﬁi for a data archival center at the
University of Michigan. Tell me about that center and whether or
not it is an-appropriate model that could be used for maintaining a
data base or an accumulation of information that can be used by
all of thege agencies and groupe. . ¢ o

Dr. WiLLiAMS, The archival center plays a very important role in
making available to the public use data that have been released for
public use by a variety of studies, including studies of the agencies
represenited here, as well as various other research prdjects that
are finded by NIA and other branches of the Federal Government.

After data have been carefully ghecked for*Veracity, for correct-
ness, and havé been approved for release in aggrégate form—that
is, not it a form in' which individuals can be identified—we or the

ers provide thesé to the center.

The staff of the, center keepg track of the data, maintains a cata-
log, and issues periodic annotincements of its availability to the
public, and scientists. who are quaws.ed and capable of analyzing
these data can then ‘acquire these data tapes or records and con-
duct further research analyses on them.

So it is & very important resource. I also want to emphasize that
these are data that have been released for public use. Now, I be-

ieve we might see a. similar arrangement, between the two pro-
posed centers within the Bureau of the Census on the one hand
and the National Institute for Health Statistics on the other. Data
records that are kept within the Federal domain would be accessi-
ble to different agencies through an .archival system whers they
are cataloged and accessible to qualified people. ‘

I would be intorested in talking to either Dr. Keane or Dr. Fein-
leib about this. .-

Senator CocHRAN. What is your reaction to that, Dr. Keane?

Mr. KeaNE. I would be in general support.

Senator CocHRAN. Dr. Feinleib?

Dr. FEINLEB. Very much so. One of our principal activities i
providing public data tapes for investigators which contain data, at
the micro level, for analys:s, but still preserve the confidentiality of
the individual person.

Senator CocHRAN. I noticed that in one statement, I think it was
Dr, Williams', there was a reference to gaps in the information re-
lating to the elderly population. I wonder if, in the development of
the 1990 ~ensus "questionnaire, there is being planned a group of
new que.ons to fill in some of those gaps that are referred to. -

we 'going" to find out more about the elderly population in
1990 than we did in 19807 .~ ’ SRR
- Dr. Keane. The answer is yes, we will find out more about the
elderly population, ‘perhaps through either modification of ques-
tions or additional questions. That is tunder study now through our
test censuses, and probably the most important one is the one

going on now, the National Content Test.
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Y.~ . So the final decisions are vet to be made on: those,.There is one
other issue, though,. that.does not-involye additional questions or
modification of a question that would supply more data, and that is
simply having more data breaks in the elderly, population than just
65.-and: over. In other words, under consi eration now are_five
. . breaks where possible: 65 through 69; 70 through 74; 75 through 79;
. 80 through 84 and 85 and over. L .

. »Jn_the 1980 census, by -contrast, there were some detailed adge
bredks, but not as many as planned for 1990 but it is somewhat de-
péndent on the size of the sa_vxvn;ﬁle base on the long form question-
naire as to what item. So it will be on an item-by-item basis as to
how many dge'breaks. . = )
... ] end where I'began: Yes, there will be more data on the elderly
ﬁog:l_qtion out of the 1990 census. . = )

nator CocHEAN. I noticed, too, there were some comments
about the economic,gituation of ihe elderly and its relaticaship o
policy. Is it important in this fory . that is trying to look at these
issues for there to be policymakers as well as statisticians and in-
formation gatherers on board?"What is'your opinion of that, Dr.
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" Ms. Ross. Well, as a representative from &an operating agency, es-
pecially, where we are involved daily in operating and legislative
policy, we think is critical. We all are aware of what the broad
issue areas are, but on the particulars within those issue areas that
need to be researched or where there is a need for particular data,
we really need the input of policymakers and ‘ licy analysts as
well as researchers and the data gatherers. We think the structure
that, has people like us, the operating agencies, involved is critical
to the success of-these'data collection/integration efforts.

‘Senator CocHRAN. Dr. Keane, what is your reaction to that?

Mr. KzanE. We heartily agree that certainly, the views and con-
cerns: of policymskers ought to be reflected in there, and so the
Social Security Administration was at our May 2 meeting, repre-
sented by Martha McSteen. : ’ :

We would like to keep it manageable, also. By “we” I am talking
about those of us who cochaired the forum. I don’t know; are you
thinking of applying for membersiip as a Member of Congress?
[Laughter.] . .

Senator CocHRAN. I have got enough meetings to attend now. I
really didn’t have that in mind. I appreciate your thinking of me.
[Laughter.] .

Dr. Williams?

Dr. WiLLiams. I might just add that the Health Care Finance Ad-
ministration was represented in our May 2 meeting and would be a

art of cur ongoing forum, as well as other agencies that have a

ig stake.in policy. Staff of congressional, committees were also
present. We welcomed their participation.

Senator CoCHRAN. In the tectimony of Dr. Ross, there was a com-
ment about improvements in life expectancy and whether or not
that has been translated into equivalent improvements in the abili-
- 11;of older persons to work. As I understand it, there has not been
the correlation that one might agsume. I wr. rather surprized by
tha.. . .

What are the implications of that finding, or are there any?

-
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Ms. Ross. We are not entirely sure at the moment what we have
our hands around. We have done some work which indicates that it
may be the case that people are being kept from death, from dis-
eases like hecrt' attacks: This allows them to live longer, but
doesn’t necessarily allow them to have more years of healthy life;
they may have more years of life with a disability. So that it may
be that the type of medical improvements that have occurred in
the past several years have'had the effectof increasing the propor-
tion of'the tﬂopulation‘i'n older ages that is unable to work.

“One of the things we-are yery interested in talking, with our

* ‘health colleagues‘about iri this ongoing forum is what we can do to
"develop better measures of the ability to work. The kinds' of ques-

tions people are usually asked on surveys about activities of daily
Living -or about what kinds of impairments theg' have dea’t really
get to the heart of whether they are.able to work.

“Some of thé kinds of questions-that are asked about whether you
can do your customary activity can help us to understand a little
more whether the population is more cr l¢gs able to work. But-we
think this is an &rea that will benefit from our exchanges with
people in the health aress.’

Senator CocHRAN. There is also a comment about retirees having
greater assets than their parerits and that retirees continue to
save. How will this trend affect the Social Security Assistance Pro-
gramjif at all? . .

Ms. Ross. There are certainly more older people with assets. but
the amount of assets that individudls have i, on average, a very
small amount. We hope:that ‘retirees will have more assets in the
future; assets are“one of the components of income that we expect
people to have at the time of rétirement. .

The Social Security Administration is providing one part of our
retirement income as'a nation. It provicf)es earnings replacement.
But when' Social Security was conceived, and certainly now, people
think of it a8 only one part of retirement income; income from
assets is the second part. Private pensions are the third pait of the
income that peoplé are expected to have. '

It may be that it will be more true in the fut- ¢ that people will
have a better balance among these three than they have had in the
past, . :
Senator CocHRrAN. In Dr. Feinleib's stateinent, there is reference
to standardization. Is this something where one agency is just
simply going to be looked to for developing standard definitions?
How will we standardize definitions that will improve the compat-
il}ili;:y-of data and information which is collected by various agen-
cies? ) y

Dr. FemNLem. I think that was identified as one of the main
topics for the forum, which we reported on earlier. By listening to
the views of the different agencies, their concerns as to what kind
of information they need and what objectives they have, and what
problems they have in standardizing the data, we can work togeth-
er to develop standards that will be satisfactory to eack of the
agencies.

Senator CocHRAN. Improved integration of socioeconomic data

vith health data has been cited as an important need. Why is this
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ifxlgqrtant? Have any of your surveys attempted to relate socioeco-
nomic data to health? | ,
Dr. FemvigiB. Yes, there are many examples where the socioeco-

nomic level or conditions.influence the health and the availability

: .

% s> of access.to health éare and usé.of heilth care.
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Oné particular example is in the usé of long-term care facilities.

© " A person’s need for, and admission to, institutionalized long-term

care often depends upon the namber of children the person has,
and whether those children are able to assist their parents in
living alone. Medical ‘eligibility is determined by what their assets
are, All these things are very important in interpreting the transi-
tion from:independent living to institutional living. L
Senatcr CocHRAN. Dr. Williams, you mentioned the.relatively
low co?t 9?5 resurveys and piggy-back surveys. Could you give some
examples? : ) R . :

. Dr. WiLuiams. Yes, Senator Cochran. I think that this illustrates
how we can.really benefit by our working together. One example is
the Longitudinal Survey, of the Aging, which the National Center
of Health Statistics is undertaking and which our Institute is help-
ing support in order to collect more information from the respond-
ents who are very,old. We can thus get data which we think is very
important, on. the very_old at very modest additional costs com-
pared to what has already been invested in this survey. ,

Other examples that would involve the same prin t’gle might be
followups to the National Nursing Home Survey; to the Social Se-
curity Administration’s Retitément History Survey; and to_the

Health Care Financing Administration’s National Long-Term Care
Survey. All these examples involve J>llowups of an already existi

&)

existing
survey. It is thus possible to obtain, at very modest costs, much
more information on,_specific targef groups such as the oldest old.

Senator CocHRAN. We appreciate so much your responding to the
questions and preparing the statement for the hearing. 1 am very
impressed, with the amount of work that has gone into this, and I
hope very much that it turng out to be a helpful exercise for all of
the agencies concerned’ and for our subcommittees, who are con-
stantly trgng to evaluate the effectiveness of our legislative initia-
tives and Federal programs that do affect the elderly directly.

I think we should, at this point, too, commend Dr. Keane and Dr.
Williams for the initiative shown in the development of the forum
and the meeting that was held in May to try to resolve some of
these issues and improve the sharing of information.

That concludes the testimony of this panel. We thank you all for —
being here and cooperating with our subcommittee very much.

Our last panel includes Prof. Sam Shapiro, chairman of the
panel on statistical requirements for policy in an aging society and
professor emeritus of health policy and management at the School
of Hygiene and Public Health of Johns Hopkins University; and
fﬁ;k Cornman, executive director. of the Gerontological Society of

erica. . ..

‘We welcome you both to the hearing. We have statements which
have been prepared by you for the hearing, which we appreciate
very much. The statements in their entirety will be made a part of
the record, and we would encourage you to make such summary
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comments and statements frora the written testimony as you care
to make.

We appreciaté you being here.

Mr. Shapiro,_ you may proceed.

TESTIMONY OF SAM SHAPIRO, CHAIRMAN, PANEL ON STATISTI-
CAL REQUIREMENTS FOR POLICY IN AN AGING SOCIETY, AND
PROFESSOR EMERITUS OF HEALTH POLICY AND MANAGE-
MENT AT THE SCHOOL OF HYGIENE AND PUBLIC HEALTH OF
JOHNS HOPKINS UNIVERSITY; ! AND. JACK CORNMAN, EXECU-
TIVE DIRECTOR, GERONTOLOGICAL SOCIETY OF AMERICA 2

Mr. Suapro. Thank you; Senator. I do want to thank the sub-
committees for the opportunity to participate in today's hearings.
But before I start with my summary comments, I want to remark
that I was very pleased to hear in Senator Grassley’s opening state-
ment that the inventory of data sets related to health of the elderly
will be published as part of the report of these hearings.

This inventory. was prepared by the panel you identified a
moment ago, Mr. Chairman. It is the most comprehensive docu-
ment available today on national data systems that produce infor-
mation on the health of individuals, health care expenditures, serv-
ices provided, and health care resources. The inventory, I am sure,
will be indispensable to many groups, Federal and State govern-
ment agencies, congressional committees, voluntary organizations,
many academic institutions and researchers who are increasingly
contributing to an' understanding of our aging society.

Our panel is now preparing recommendations which will be
available later in the year. At this point, I can talk about a number
of the assessments concerning data needs that reinforce what has
already been presented in today’s hearings. Their particular value
is that they reflect the consideration of a panel of scientists from
many fields, all of whom are expert in data required for developing
health policy. ’

We know that far-reaching changes have taken place in the size
and compoeition of the aging population. We also know that the
aging are a very heterogeneous group, subject to major changes in
life circumstances and health care needs and costs. A major ques-
tion, as we heard earlier today, is whether the increases in life ex-
pectancy we are now experiencing are associated mainly with pro-
longation of dependency and rmaajor increases in -health care ex-
penditures or with additional years of independent functioning.

This is extremely important for projection of needs among the
aging for health care personnel, hospital and nursing home beds,
and home care services. We could be led astray by assuming that
the aged of the future are simply the same as the aged of today,
except that there are more at the oldest ages.

A starting point would be information on what is happening
today. We need to know, for example, the extent to which older
persons remain in good health and the changes that occur as they
move from the state of health to another, whether this marks an

!See p. 42 ‘or Mr. Shapiro’s prepared statement.
*See p. 56 tor Mr. Cornman’s prepared statement.
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improvement or progressive logs of function leading to disability,
dependency, and, ultimately, mortality.

This type of data requirs repeated observations on the same in-
dividuals over time, that is, longitudinal information. Such infor-
mation would throw light on the magnitude of health care and
social needs of a particularly vulnerable group among the aging,
that is, the long-term care patient. A common phenomenon is the
exhausting of their life savings and dependency on Medicaid to
meet continuing health care expenses.

The context for much of the interest in data on the aging has
been the concern about high health care costs and the prospects of
even greater costs as the numbers and age compogition of the aged
change. But increasingly, the steps that are being taken for cost
containment raise questions about .quality of care. Measures of
quality of care need further development, but a significant start
can now be made in determining whether professional standards
for the process of care—that is, what is done to and for the patient
and how it is done—are met, and whether the outcome of care is
favorable in terms of health status or maintenance of desirable and
achievable levels of health.

We are fortunate in the United States in having national infor-
mation systems that have already produced useful information for
health policy and planning purposes, and, with adequate funding
and coordination, could provide a sound bxsis for meeting many of
the data needs you have heard about this morning.

Some of the steps required can be sumrarized as follows: Link
informaticn collected in national surveys to the administrative
records of Social Security Administration and HCFA while protect-
ing the confidentiality of the individuals involved; develop longitu-
dinal information on changes in health and personal circumstarnces
predictive of transitions to different levels of dependency or inde-
pendent living; increase sample sizes in surveys to overcome the
present restrictions jn- assessing conditions related to those 85 and
over; reach agreement on uniform definitions and classification
schemes; conduct methodological research to improve the tools we
have to forecast changes in the functional status of the elderly and
their health care use and expenditures; adopt procedures to assure
timely availability of the information; and provide a mechanism for
continuous review of data needs, setting priorities and increasing
the likelihood that the information will be produced.

As 1 indicated, later this year, specific recommendstions that
flow from many of these considerations will be available, and I
hope there will be a further opportunity to make a presentation on
these recommendations.

Senator CocHRAN. Thevk you, Professor Shapiro, for your testi-
mony.

Mr. Cornman, you may proceed. :

Mr. CorNMAN. Thank you. T will try to briefly summarize the
three major points in my testimony. Those points are: One, the im-
gortance of statistics in an aging society; two, the effects of past

udget cuts on Federal data collection programs; and three, some
recommendations to move us toward a statistical policy in an aging
society.
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As previcus witnesses have testified, with the aging of our 'ﬁ(:pu-
lation, our society is movi into some uncharted waters. Those
who question the vitality and overall progressiveness of our society
should bz:reminded-of the fact that more people are living longer is
a-great success story, the result of successful investments made by
past-and present generations in research, education, public health,
and economic:growth. .

‘But with:success comes new challe and need for new data to
help shape our‘responses-to those ¢ enges. As we have heard on
numerous occasions ‘already today, the most striking occasion of
the need for new data is the rapidly growing population of persons

85 and-over. Not too many years ago, there was little need to
collect data on that.age group. . ) . .

Not surprisingly, Federal data collection programs already have
been affected by reductions in Federal budgets and can be severely
damaged if the Gramm-Rudman-Hollings mechanism ordering the
broad sequestering of funds is triggered. . .

Because many of society’s members are users of Federal statistics,
and because of the cutbacks in Federal data programs, the Geron-
tological Society created a special task. force -in 1983 to monitor
trends in Federal programs collecting data on aging. In December
of 1984, the Society published a report on the cutbacks.that these

programs had experienced through the period 1980 through 1984.

Today, we are releasing an update of that report, which con-
cludes that while 1985 was not a good yeer, it was somewhat better
the previous 4 years. It also notes that thé future is, at best,
uncertain, given the potential impacts of the Gramm-Rudm~n-Hol.
1“3& Act or however Co decides to reach its deficit targets.
e two reports document thé three approaches to cutting back
data collection eé)rogramp Those are: One, reducing the number of
people sirveyed; two, increa ing the time between surveys; and
, reducing pmfeauionmg e .

Each of these. approaches has serious implications for the utility
of the data collected. Reductions in number of people suryveyed to
need ai;%gle size is too small to analyze data for particular groups of
people. For example, because of such a reduction, there are too few
cases included in the National Health Interview Survey to describe
the active life or health of life of 85 and moreover, who happen to
be the major users of health care services in the country.

Increasing time between surveys means policymakers will have
to work longer with data and wait lonﬁer for current information.
Again, for example, with the National ursing Home Surveys, now
to be conducted every 8 rather than every 4 years, we will have no
data from this survey on the impacts of a prospestive payment
system for reimbursing hospitals until 1987.

Finally, cutbacks in hiring young professionals to be trained to
manage the Fedezal Government data collection programs threaten
the future utilities of tltl_ese programs. t?eﬁause universities tclz:nnog
run training programs for managers of these programs, on-the-jo
training over a good number of years is the only way to deveiop
tomorrow’s data program managers and professionals.

Yet, because of personnel ceilings, staff reductions, and uncer-
tainty about Federal employment, young professionals are being
neither attracted nor hired to work on these programs. Looking
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; .ahead, the society would like to.offer three general recommenda-

tiors: First, Congress must not leave the future of data collection
programs to the less than tender mercies of the Gramm-Rudman-
Hollings. Act. With: the reductions already experienced, further cuts
would.diminish seriously. if not destroy.the usefulness: of many of
these data’bases. .- .

The society therefore urges Congress, at a minimum, to re .st
any further cutbacks in Federal data collection programs rel sting
to the aging of our populationi unless thorough, professionally eval-

«

_uated studies show that a catback would not damage the creditabil-

ity and the utility:of the data souice.

. We:were, in fact, tempted to. recommend a flat rejection of any
further reductions in these programs, but we do realize some non-
damagin:g savings might be achieved through better coordination of
the agency collecting the data, which brings me to our second rec-

.ommenuation: The society” strongly supports the crestion of the

interagency forum, which has been discussed before, and of the pro-
posal to. create statistical centers on aging in the Bureau of the
Census and the National Center for Health Statistics, and we hope
that the National Institute of Aging would also be involved with
our sector to help.coordinate and bring the results of research in
aging to these centers. - o )

We do, however, have one strong caveat in making that recom-'
mendation: These centers should have frrmal advisory committees
composed of nonexecutive branch users. Jf the data to l:g}lp identi
critical information needs and help assure the data produced wi
be in the most useful form. By users, we mean researchers, policy
analysts, policymakers; ircluding representation from’ Congress. -

Further, these ceniers could be viewed as models, which, if ‘suc-
cessful, could be adopted to coordinate data programs relating to
other subpopulation groups, in particular, in my view, for children.
By way of example of how outside advisers can assist Federal data
program planners, I have submitted for the record the list of rec-
ommendations that the society prepared for the 1930 census.?

1 will not review those. recommendations now other than to note
that the Bureau has been most responsive to those recommenda-
tions by including some of them in the pretest of the 1990 census.

1 urge your subcommittees to review and to transmit your views
on those recommendations to the Bureau. Finally, ive recommend
that Congress authorize steps which would allow these data pro-
grams to attract and hire the young professionals who will become
tomorrow’s managers of these programs. Two possible approaches,
both difficult, but perhaps we can work them out, would be to pro-
vide some flexibility in personnel ceilings to allow the hiring of
young prefessionals and provide these young professionals some
degree of job security.

summary, the society welcomes the interest of these two sub-
committees on this issue of statistical policy for an aging society.
While much of today’s society has focused on the needs relating to
the eldarly, 1 hope we will all not forget that an aging society in-
cludes people and children of all ages across the life course.

1See p. 1568.
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It is important that the statistical foundation for car laws, poli-
cies, regulations, and planning be maintained and improved for all
age groups. Many of the charts and figures aud projections present-
ed today could well be changed for the woise if we do not respond
also rt: the needs of the 25 percent of our children now living in
poverty. .

I urge this subcommittee to continue their interest in this topic.
The best Iaid plan for coordination can fail for lack of adequate po-
litical su pport and. for lack of adequate funding.

Thank you very much. .

Senator CocHRAN. Thanks, Mr. Cornman.

Let me simply respond at this point to the concern expressed
about the across-the:board reductions that might be required under
the Gramm-Rudman-Hollings Act. I couldn’t agree more with the
concerns that are'mentioned, and I think most in the Senate share
that view, that a maximum effort needs to be made by the Senate
to help ensure that the deficit targets are reached through the
budget and appropriations process 50 that there won’t be an ‘ac-
cross-the-board sequestration undér that law. - ..

To me, that would be catastrophic and an abrogation of our re-
sponsibilities as logislators if we permitted that to occur. So I speak
not just for the henefit of this program and this effort that we are
discussing here today, but many other program activities which
would be devastated by a sequestration.

From your testimony, I understand we are going to be getting a
report. Professor Shapiro mentioned a report that is going to con-
tain recommendations. Do you think this report would be a good
working document for the interagency forwn as it goes about the
task of identifying ways that the agenciez can woik together?

Mr. SHAPIRO. One of the very happy developments over the last
few months, from the standpoint of the panel, is the holding of the
summit conference. The projected interagency forum and the two
centers mentioned here this morning represent a parallel activity
to what we at the panel have been carrying out. From a timing
standpoint, it is absolutely perfect.

I hope that not only our recommendations, but the material we
are develcping that discuss fully the basis for the recommendations
will become an exceedingly important working document for this
interagency group. :

Senator CocHrRAN. Will you make available a copy of your recom-
mendations 0 our committees? We would be anxious to have it.

Mr. Suariro. We would be delighted to.

Senator CocHRAN. Thank you very much for that.

Has your panel identified overlaps aud gaps in the data systems
that have been reviewed? I know that there is a compilation or an
inventory of datx: systems that has been undertaken by the panel.
Can you tell us anything about that? '

Mr. SuaPIro. The issue of overlap is an extremely important one,
which our panel is in the process of addressing. As I see it, howev-
er, the problem of overlap in no way compares in importance to the
need for the types of information that are already being produced
and the improvement and enhancement of the information systems
that are necessary.
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I do not believe the question of cverlap is an urgent one. Howev-
er, the interagency-committee or forum will certainly want to ad-
dress that area, as will our panel. And to the extent that we do
find overlap that might be dealt with, the subject will be consid-
ered in the-report we are preparing.

I just want to emphasize that I do not see a major issue at this
point in the question of overlap.

Senator COCHRAN. Mr. Cornman, in connection with the overlap
and gaps issues, do you haye any comments about the focus of the
forum or the panel that Professor Shapiro is describing?

Mr. CorNMAN. Only in general. I would leave it to their exper-
tise.as far as the.question of overlap. Our studies have just tried to
look at what has been going:on in logses of data, not at the overlap
and gaps. I think, though, that from a credibility point of view, a
point of view of using what resources we have, efficiencies that are
possible, we certainly-should look at overlaps as a way of making
our program more efficient. ol

I would also, though, reemphasize that we sometimes spend too
much time looking at a very small tree in blowing forests. I am not
sure we should spend too much time looking at overlaps if it is not
as serious as he says it is. -

Senator CocHRAN. What role do you see, if any, for your organi-
zation in relationship to the forum or the panel’s work?

Mr. CorNMAN. We would love to give you advice that you will
accept. [Laughter.] .

The Professional Society of Researchers and Educators in Geron-
tology would be pleased to ~soperate in any way we can, in suggest-
ing names or as an organization, being involved in advisory com-
mittees if that might be suggested. We will play a role in either of
those senses, as an institution or as suggesting people that we
think would be useful members of the panel.

Senator CocHrAN. In your previous statements, you've men-
tioned a phrase. You talk about “intergenerational equity”’. I was
thinking about standardization of definitions, and I wondered what
your definition of that might be.

Mr. CornMAN. We have a long report on that subject, which I
think we sent you a copy of. Generational equity is not a term that
I think you can define. %Je have problems; we have needs; we have
challenges to respond to, and we should respond to those, and we
should create opportunities for people of all ages.
~ When you get into a discussion of intergenerational equity, you
find yourself in a terrible data bind, a measurement bind that I
think leads you nowhere except to a dead end.

So I don’t think there is a definition.

Senator CocHRAN. I remember hearing, in my southern religious
background, a minister used as a text for a sermon one Sunday,
“The age you are is the best age there is.” [Laughter.]

It was a wonderful discussion.

Mr. CoeNMAN. I think along those lines, somebody said once
there was a survey done that old age begins always 5 years later
than whatever your age was.

Senator CocHRAN. But it is an attitudinal concept. I guess it is
constantly changing for us, the older that we get.
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Mr. CorNMmAN. It is like seniority; the longer you get it, the
better it is.

Senator CocHRAN. Yes, I like it a lot better this year than I did
last year. [Laughter.)

Well, this has been a very interesting hearing. I regret that I was
not able to be here at the beginning of the hearing, but I appreci-
ate Senator Grassley chairing the hearing and getting us underway
and off to such a good start. I think this has been very helpful to
us, and I hope that it turns out to have a constructive impact on
policy and, legisiation. 1 think it will.

Thank you all for participatirg. The hearing is adjourned.

[Whereupon, at 12:03 p.m., the subcommittees were recessed, to
reconvene subject to the call of the Chairs.]
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Good Morning Senators Cochran and Grassley and members of the Comittee. I an
Maming Feinleib, M.D., Dr.P.H., the Director of the National Center for Health
Statistics (NCHS). I am pleased to describe the efforts of the NCHS to collect
and disseminate data on the health of the aging and their use of care.

Drs. Koane and Williams have described the Interagency Forum on Aging-Related
Statistics, which will provide a focus and mechanism for further collaboration
on aging statistics among Federal agencies. I look forward to the Center's
role as co-chair, and the opportunity to gain maximum input in developing our
N data collection in order to increase the relevance of our data for research
.. and policy analysis. This Forum also provides the opportunity to collaborate
on issues of record linkage, standard ftems, and special analyses. NCHS has
had experience over the last few years with interagency coordinating committees
with several agencies within the Public Health Service, and we have found Such
collaboration to be of great value. The Forum has the same potential for the
U are2 of aginq-related statistics.

I would like to describe fiwe of the Center's activities in producing statistics
on aging and same opporturities we have to make contributions to our collective
knowledge on the health of the nation's aging population.

A recent and major activity of NCHS is producing longitudinal data-—that is,
data about the same older persons collected over 2 pariod of one or more years.
The fmportance of longitudinal data is that we can identify changes over time

.. as a person goes from the onset of a chronic disease, to possible disability,
to the use of long term care {LTC), and to eventua! death. The impact of major
events such as retirement, moving the household, and death of a spouse on the
health of the aging can also be identif{ed. A primary method for collecting
this data is the followp of respondents to NCHS surveys.

We are currently conducting the NHANES I Follow Up Survey, recontacting
B respondents to the 1971-75 National Health and Nutrition Examination Survey
(NHAKES) to identify risk factors for disease as well as factors in the aging
process which contritute to independent 1iving. The 1986 Longitudinal Study
on Aging (LSOA) reconcacts those persons aged 70 and older who were interviewed
. two years ago in the 1981 Survey on Aging (SG). This lpngitudinal study is
of {mportance for identifying changes, both positive and negative, in the ability
. of older persons to perform everyday activities. We will qain insicht en how
. these changes, coupled with assistance from the family and from commmunity ssrvices,
influence admission to nursing homes and longevity. Both of these longitudinal
surveys follow older persons into nursing homes and other LTC institutions,
and were results of collaboration with and finding from the National Institute
on Aging (NIA). Finally, we ars in the process of conducting the 1986 National
Mortality Followback Survey, which {s obtaining data about health and the use
of care {n the last year of 1ife of persons who died in 1986, Information is
being obtained from the fanilies of these persons, and wil® include data on
risk factors for mortality and health service use prior to death.
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There {s the potential of using some of the Center's other surveys as the

basis for 1angitudinal data collection. We have been discussing with NIA the
possibility of recontacting the fmilies of nursing home resfdents i{n the 1985
Natfonal Nursing Haxe Survey to leamn about subsequent discharge and readaission,
use of hospital care, and changes {n functioning. Tr's longitudipal data will
provide insight {nto the entire episode of care as we(] as data on aspects of
catastrophic health costs.

The potential also exists to follow up the older persons {n the 1986 LSOA at
two-year {ntervals and to expand the follow up to {nclude persons younger than
age 70 to examine the precursors to retirement and to possible disabllity.
NCHS {s also planning for ,a National Health Care Survey, 3 restructuring of
several existing surveys of-health care providers. This survey, {f fully
nplamented, will allow for greater coverge of ig-term care providers and
provide for the followup of patients, allmeng us to address outcomes of care.

A second major ctivity of NCHS that is important to health data about the
aging is record 1inkage. The )inkage of survey data with administrative records
provides an approach -to expanding our Torgjtudinal data that is highly cost-
effective. With the support of the National Institutes of Health (NIH), NCHS
has developed the Natfonal Death Index (NDI) which provides a mechanism for
determining 1f a survey or research subject has subsequently died and the cause
of death. The NOI s being used §n all the Center's surveys on the aging and
in various research activities of the NIH. Information on death and {ts cause
provides msl?ht into the factors related to the risk of disease and to prognosis.
Another exampie is our effort to 1ink data-from our surveys to Medicare .
administrative records on the use of-health.care to {ncrease our knowledge of
the course of certain medical conditions and their resource implications. An
exxnple of this type was the linkage of NCHS* 1980 National Medical Care
Utilie:* ion and Expenditure Survey with Hedfcare and Medicald records. Linkage
o1 Medicare records to the 1986 LSOA and the .Follow Up to the 1971-75 MHANES
(two longitudina) surveys I mentioned earlier) would be useful, and we ere
currently discussing potential 1inkages with the Health Care Financing
Adninistration. The faciiitation of record linkage, while protecting privacy
and confidentiality, s a key {nitiative for statistical policy. From our
gnnm discussions, {t is 1ikely that this topic will be a major focus of the
orun.

A third activity is assessing the feasibility of expanding the coverage on the
1988 NHANES to {nclude persons aged 75 to 84. The NHAMES {s unique in that

its source of health data fs a physical examination and clinical and laboratory
tests. Until now, this survey has excluded persons gver the age of 74, mainly
because of their high rate of refusal to participate. We recoonize, however,
that such data are important to {dentifying the mpact of disease on the
functioning of older persons. We ere now reviewing the potential of expanding
coverage to the older ages by:

. examining the feasibility of conducting a 1imited physical examination
in the respondent’s name or fn a minfi-van which can be parked nearby.

. developing a physical examination and c1’nical evaluation to assess
the functioning of older persons and the factors which may lead to
deterioration.
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. determining an approach to measuring cognitive deficits in older
persons. NCHS 1s planning a workshop on measuring cognitive
impafrments and physical functioning of older persens. Measurement
of cognitive impaiments is extremely difficult. Yet, it 1is toportant
to our understanding of the prevalence of Alzheimer's Disease and
the ability of older persons to 1ive independently in the community.

The fourth activity is method)ogical work in measuring the health of older
persons. Progress is underway in several areas. There is concern over the
quality of informatfon older persons provide in interview situations. Reduced
concentration, memory loss, and other cognitive deficits became more prevalent
with age. It is often difficult to tell whether-the replies of an older

* respondent to certain types of Questisns are of adequate quality or whether
information should be collected from an informant. NCHS recently has-
established a Questionnafire Design Research Laboratory, in which we can address
such measurement issues. Because these issues are just as relevant to conducting
research and collecting demographic data, there is the potentia: of collaborating
with the NIA and the Bureau of the Census. Methodological research can identify
the optimal procedures for eliciting various types of information from older
persons themselves or their informants. .

NCHS is planning for an international conference tn measuring the health of
older persons. The objective is to dewelop collaborative research efforts on
measurement issues by bringing United States and finernational experts together
at a conference. A cross-natfonal exchange on the state-of-the-art which
generates collaborative research can provide an oppoertunity to improve the
scope of data collected on the hgalth '¢¢ older persons and its quality as well.

As longevity increases, the quality of 1ife is becoming a major concern not

only to older persons and their families, but also to the public health community
and to policy makers. We have attempted to measure quality of life in a basic
way in the Follow Up to the 1971-75 MHANES and the 1984 SOA. The definition

of quality of life for older persons is elusive, and its measurement is
problematic. The Center has the potential fce addrrssing these issues in a
planned project to examine quality of life throughout tne ife course.

The fifth major activity of NONS is analysis and diccemina® 1 of the data.
Intense interdiscipiinary collaboration {s critical to tb _.tablishment,
maintenance and use of “data systems about the he2ith of oier persons. It has
been observed that an analyst cannot effectively study pigs one day and pig-
iron the rext. Similarly, analysis of health data on the agir requires specific
qualificatfons. Expertise in gerfatrics and medical r .e mu,. oe melded with
the background of th. survey professional in statistics, socfal science, and
policy an2lysis. NCI” has conducted special analyses of importance to
researchers and polic, makers. Scme examples are the reports on: trends in
mortaiity, use of health services by elderly women, elderly who live alone,
those who need home care, and (forthcoming) elderly with urinary incontirence.
We are collahorating with the NIA to develop a new report on statistics on
aging, which wili be produced on a periodic basis. This report is 3zimed at
researchers and policy analysts alike and will contain data by detailed age
categories. Anather collaborative effort w.th NIA fs the preparation of a
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computer tape of trend data on health and the use of care from the National
Feaith Interview Surveys conducted from 1969 to the present. This data will
provide maximun flexibility for researchers in analyzing trends and special
subgroups of the 2lderly.

There is potentially far more knowledge of value to be gained through the
analysis of an agency's statistical output than could possibly be extracted by
its own staff. The Center has given special attention to the timely release

of public use tapes while maintaining confidentiality. It has conducted several
conferences to provide technical assistance to data tape users. There is the
potential for focusing a conference on the needs of researchers interested in
data on aging. It is only by making tapes widely available to the public and
providing assistance in their use that we reap the full benefits of our
statistical activities.

In summary, 1 believe we can §reat1y improve the relevancy and availability of
health data on the aging through increased collaboration among the agencies

represented on this panel as well as with many others. 1 will be pleased to
answer any questions you may have.

Page 4
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Mr. Chairmen and Members of your Subcommittees. [am Jane Ross, Director of
the Office of Research, Statistics, and International Policy in the Social Security
- Administration. It is a pleasure to be here today to discuss information needs relating
. to the aged population.

The Social Security Administration welcomed the convening of the May 2 summit
meeting of Federal agency heads to discuss mutual information needs relating to the
aged. With so many agencies involved in collecting data about the aged and in

. operating programs to assist them, and with the need we all have to use scarce
resources as effectively as possible, it is essential that we have a mechanism to ensure
that data gaps are filled and that we avoid duplication of effort. We believe that the
summit meeting and a continued forum are positive steps that will help 2nsure

' progress, toward our goals of cooperation and coordination.

We share the enthusiasm being expressed by others here today about the
potential for more collaborative efforts. For example, we believe that with relatively
minor modifications to questionnaires, some of the surveys planned by one agency can
be tailored to meet the information needs of others. The continuing forum will
provide us all with a means to be more aware of one another's survey activitles and to
facilitate their design in ways that help ensure that the data they collect will be as
widely relevant as possible.

We also support the call for maximum use of linkages between data files. Our
own administrative record system includes a wealth of information about Sociai
Security beneficiaries and workers covered by Social Security; other agencies also
have valuable administrative files. Linking these files to each other und to survey
data sets—-always with the strictest ~egard for confidentiality concerns—increases
their usefulness exponentially.

Further, we welcome the inclusion of the heads of operating agencies, of
policymakers, in subsequent interagency discussions to determine priorities among
data needs. The proposed mix of data collectors, researchers, and users of information
helps ensure the relevance of all of our information gathering activities, In particular,
we would suggest occasional seminars involving that same mix of participants to
diccuss what is known and what needs to be learned abow specific topics.

In summary, we at Social Security have benefited already from participation in
the informal meetings of the forum that preceded the summit meeting and from the
summit meeting itself. We are confident that further cooperative and collaborative
efforts will strengthen and improve the focus of our own statistical and research
activities as well as those of the other participating agencies.

I would like to turn now to » brief discussion of some ongoing activities of the
Social Security Administration that pertain to the aging ot our society and that relate
to the interests of some of the other agencies represented here today. Specifically, I
would like to discuss work in progress to zssess the economic status of the aged now
and in the future and to analyze the wurk capacity of older persons and the demand for
the services of such workers.

Economic Status of the Aged. SSA conducts its own occasional surveys and uses
the recurring surveys of the Census Bureau to assess the economic well-being of the
aged and trends over time in their economic status. For example, we recently
conducted a New Beneficiary Survey, which interviewed 18,600 retired and disabled
workers an4 their spouses and widows in 1982 to gather information on their income,
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assets, health status, work and marital bistories, and retircment decisions. The NBS
enables us to examiie in detail the economic status of current retirees and to compare
their economic status to that of a cohort of new retirees surveyed a decade ago by the
SSA.

SSA researchers also are using the Census Bureau's Current Population Survey
and Survey of Income and Program Participation (SIPP) to assess the income and
wealth of 5-year age groups within the aged population and to track the incomes of
aged cohorts over time. Newly available data from the SIPP, especially, enable us to
undertake a much more comprehensive assessment cf the overall economic status of
the aged than was previously possible because of the SIPP's emphasis on gathering
reliable data on asset holdings and asset incorne.

Further, our publications include the popular Income of the Population 35 and
Over, a data book that provldes a wealth of information about the amount and sources
of income of the aged. We also publish monthly a Social Security Bulletin and an
annual Statistical Supplement to the Bulletin containing more than 200 tables
providing information on Social Security benefit payments and beneficiary
characteristics.

We also understand that others are contemplating a reinterview of those
previously involved In SSA's Longitudinal Retirement History Survey, which tracked a
group of persons approaching retirement over a 10-year period beginning in 1969. A
reinterview of that sample would provide valuable insight into what happens to the
income of older persons as they age and into the economic status of the very old--
those now entering their 80's.

Work Capacity and Demand for Older Workers. There is much interest in how
increases in life expectancy will affect workers' willingness and ability to work. ‘e
are also interested in finding out whether demand for the services of older workers
will increase as the pool of younger workers shrinks. Several of our research activities
relate to these interests.

For example, we are analyzing data from the National Health Interview Survey,
sponsored by the National Center for Health Statistics, to determine trends in the
health status and work capacity of older workers. A better understanding of recent
trends in health status and work capacity will help us determine whether prcjected
increases in longevity will be accompanied by an extension of active worklives.

In addition, we have funded the coding of data from the NIH Framingham Heart
Study, a 34-year series that collected health cata on the residents of that
Massachusetts town. Analyses of those data will shed light on why some persons with
an impairment quit working while others equally impaired continue to work. Another
project is using data from the New Beneficiary Survey to analyze the relationship
between the decision to retire and a person's occupation and health status.

SSA also is sponsoring a grants competition to encourage extramural researchers
to investigate further the relationships between improvements in longevity and ability
to work, the factors that are most likely to affect the futurs work ability of older
persons, and the relationship betweer. the industry or occupation in which a given
person works and his ability to continue working up to or past age 65. The grants
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competition also is encouraging extramural researchers to help us better define and
measure the concepts of "ability to work" and "physically demanding jobs."
Operational definitions of these terms will help us better project the work capacity of
older persons in the future.

Whether older workers will be willing to work longer as they live longer is
another research issue. Before projections of the fuiure caa be made, better
understanding is needed of past trends. A project we plan to do in-house will examine
trends since 1960 in retirement using data both on labor force participation and on the
ages at which'Social ?gcurlty benefits are first claimed.

Whether older workers will work ionger also is a function of the demand for the
services of oider workers. Many private pension plans, for example, provide no
incentives for older persons to continue to work. These pension plans pay full benefits
at age 62 and/or give no credit in pension calculations for work after age 63,

Further, the results of a recent grant sponsored by SSA suggest that few
employers now offer incentives to keep their oider employees working. This may
change as the supply of younger workers diminishes. SSA is funding further analysis of
how private pension systems and employars may respond to the changing age structure
of the labor force.

Many of the topics I have outlined complement and will utilize the ongoing work
of the National Institute on Aging, the National Center for Heaith Statistics, the
Census Bureau and others. We at the Social Security Administration look forward to
collaborative efforts 2mong us as we pursue cominon research interests.
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Senator Cochran, Senator Grassley, members of your Senate subcom-
mittees, I want to thank you for the epportunity to participate in today's
hearings on Statistical Policy for An Aging America. I am Sam Shapiro,
Professor Emeritus of Health Policy and Management at the Johns Hopkins
University School of Hygiene and Public Health; previously I was, for many
years, Vice President and Director of Research and Statistics at the second
largest HMO in the country, the Health Insurance Plan of Greater New Yoik.

The specific topic I will deal with is concerned with needs and gaps in
policy relevant information that can be filled by national data systems. I
approach the subject on the basis of a long history of health services and epi-
demiolgical research on issues affecting the aged, as an extensive user of
health statistics from Federal Agencies for policy analysis, and as chairman of
a panel of distinguished scientists on Statistics for An Aging Population -
Requirements fcr Health Policy, a title that reflects a close correspondence
with the concerns of your subcommittees.

This Panel was established by the Comittee on National Statistics of
the National Academy of Sciences' National Research Council, with support from
the fcllowing Federal agencies: the Office of the Assistant Secretary for
Planning and Evaluation, DHHS, the National Center for Health Statistics,
National Institute on Aging, National Institute of Mental Heatth, Health Care
Financing Administration, Sozial Security Administration, and Veterans
Administration. The Panel has been focusing on three sets of objectives:

(1} to determine the cata needs for development of health

care policy for an aging population during the next
decade anc to recommend actions to correct major short-

comings in the available data;
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‘. (2) to determine whether changes or refinements are needed

' in the statistical methodology used in health policy

;"5 analysis and recommend actions or further research; and

5;: : (3) to identify the essential components of a statistical

. system that would provide adequate data on aging for all

. functional areas and recommend changes in the d>centralized

& federal statistical system what would facilitate integrating

, data from the various system componenis.

:; To obtain the broadest possible advice, the Panel sponsored analyses by

' 12 experts of the issues involved and a Symposium that provided an opportunity

' for users of Federal stati_stics witn research, policy, and program interests to

.. exchange views on thle results of these analyses. The Panel is now preparing its

;! report which will include assessments of critically important data needs and

;: recomnendations to fiNl existing gaps. The recommendations will not be

5 - 'avaﬂatﬂe until later this year, but assessments that will shape them and the

'.,- opportunities for meeting needs by s.rengthen.ng our Federal statistical systems

{ are clear at this time.

The corx'!ext is the far-reaching changes that are occurring in the
social, economic, and demographic composition of the nation; in the increased
1ife expectancy; in the structure of the health care delivery system; in the

= costs «nd financing of health services; and in federal, state, and local health
care programs. Data will be needed to understand how these changes alter the
kinds and amounts of health care Americans use, how costs for health care are
met, and how quality of care and quality of life are affected. What ~° learn
will provide the means for judging the extent to whirh health policies adopted

\
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are meeting their objectives and whether modifications in exfsting policies or
new policies are needed.

These issues have special relevanze for the aged. This is the segment
of our population that will be exreriencing the most profouna changes in size and
composition over the next few decade: and that will continue to be a focal point
‘n federal and state health polfcies aimed at containing health care costs.

It is well known that the outlook is for substantial increases in both
the number and proportion of the population aged 65 and over, with those at
advanced ages of €5 and over experiencing the most pronounced increase. 8y now,
it is also recognized that the aged are a very heterogeneous group, subject to
major changes in life circumstances and health care needs. As a result, a
common thread binding all considerations of requirements for data is that {nfor-
mation should be available for successive age groups, <tarting with those 65-69
or 65-74 years of age and ending with the advanced age govp 85 or 90 and over.
The need s two-fold: routine provision of greater age detail in statistical
series and changes in the design of sample surveys to assure the inclusion of
adequate numbers of persons at the oldest ages for analysis. The tepics I will
be discussing illustrate the importance of not treating the aged stereotypically

It 35 consi.ting of age subgroun., each of whick Shows great diversity.

Health Status
It hes ziready been nsted that a mejor facter ¢ 2rlying the
demographic ek, 3~ among the arxc s incresced lise fxpectascy. Tne quastion

that has been d’..°-_ <« whotner inc eases ir iengevity will be associate.

mainly with prolongatin of depencency and major in.reaces in nealth care
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expenditures or with additfonal years of some degree of independent functioning
life.

We cannot answer this question convincingly. Federal statistics have
documented the changes in 1ife expectancy but there is little natfonal data
showing whether and how the period of independent functioning has also changed.
The limited data avatlable have been used to support two opposing views; (a) as
mortality decreases, morbidity will also decline, and (b} the increased life
span, particularly at advanced ages, will not be accompanied by decreased mor-
bidity and this may result in dramatic increases in the need for p-olonged
expensive health services (i.e., management of chronic or diabling conditions
over mure years of life).

To deal effectively with this fssue, we need new approaches to the
development of neasures of physical, cognitive, emotional, and social func-
tioning. Several measures are available and have been used in national surveys.
These need to be improved and b-oadened to take into account tn> positive or
successful aspects as well as the negative aspects of aging and to reflect
ordinary behaviors and activities of older persons which indicate their quality
of life and affect their relationships with those close to them.

Despite the physiologic losses and psychosocial stresses often asso-
ciated with advanced age, many elderly individuals have the vitality and rosi-
lience to function at a high level or to recover and function independently,
once again, folloring a disabling cundition. Data are needed that measure the
exient to which older findividuals remain in good health and the changes that
occur as they move from one state of health to another, whether this marks an
improvement or progressive loss of function leading to disability, dependency

and, ultimately, mortality. This requires repeated observations on the same
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people over time, {.e., longitudinal information on both the well and the
impaired in the population.

Health Services Utilization and Costs

Health status, acute and chronic conditions, and levels of physical and
mental impairment or disability are well know determinants of demand for health
services among the aged as they are at younger ages. But, the timing, fre-
quency, intensity, and sources of care that are utilized, and the associated
costs, are influenced by other factors that are especially important for the
aged. These include the types of services covered by Medicare, regulations
designed to contain costs, as in the case of the current prospective payment
system (PPS) for Medicare hospital stays; and policies that affect the supply of
and access to alternadtive sources and types of care, most prominently those that
can effectively replace institutionalization. Large roles are also played by
many personal circumstances such as Hving arrangements, avaiiability of
informal sources of care, firancial resources, and insurance supplement»; to
Medicare. Further, changes are occurring {n the structure of health services
del’very systems, e.g., the rapid growth of health maintenance organizations,
that have the potent!al for changing the utilization patterns of the general
population and the elderly.

In short, we are in a highly dynamic period which from all indications
will continue for years. Measures of the effect of changes on utilization and
costs as age advances are needed on a continuing basis to determine whether
policies require adjustments. In some instances, this calls for t-chnical
advances such as the introduction of scverity of {1lness measures when applying
PPS for reimburserent of hospital episodes. Longer term public policy and pri-

vate initiatives in the health field require estimates of future peeds anong th 2
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age? for health care personnel, hospital and nursing home beds, and home care
services. The quality of these projections is dependent on the availability of
data from many sources that measure the relationship between the conditions
referred to above and health care use and costs.

Long-Term Care

*Long-term health care refers to the professional or personal services
recuired on a recurring or continuous basis by an individual because of chronic
or permanent physical or mental fmpairmert. These services may be provided in a
variety of settings including the individual’s own home.* This {is the deftui-
tion advanced in 1980 ’n the report, Long-Term Health Care Mirnimum Data Set,
jssued by the National Committee on Vital and Health statistics.l Other defini-
tions exist but all .ave two elements in common; care over an extended period
and loss in some capacity for self-care. Accordingly, long term care patients
require the help of another person in performing every day activities; they are
frequent users of a broad variety of health care, social services, and residen-
tial facilities; and expenditures of public and private funds to meet their
needs 1s very high.

The aged are the most vulnerable group in the population for long-term
care. How they fare is hezvily influenced by social and family networks which
could serve as informal sources of support, the type of facilities For home
and institutional care available in the communities, and the existence of
mechanisms to coordinate medical and social services. Financial resources
are important from a public and private standpoint, e.g., a common
phenomenon among the aged is exhausting life savings and becoming dependent

on Medicaid to meet continuing health care expenses.
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These condftions are not static. They are undergoing changes partially
due to what has been learned from demonstration programs, policfes that have
already been adopted, and the changing demographics among the aged. Data are
needed to measure these effacts and determine future requirements. Onc of the
most pressing needs is for longi tudinal surveys to provide more complete {nfor-
matfon concerning changes the aged experience in their use of different levels
of care. This would go a Tong way to meeting data needed in planning how to
reduce the financial impact of long-term care, and identifying conditions that
make financing of insurance coverage of institutioral and non-instituiional

care feasible.

I want to turn now to the subject of quality of care assessment and
deal with it more fully than the previous topics because of the prominance it is
gaining after a period of relatively minor attention. The Office of Technology
Assessment, in a recent report? points out that “Medicare‘s prospective payment
system (PPS) has intensified concern with the complex relationship between cost
and quality of medical care* and that "assessing PPS impacts on quality of care
s critical.....”. Among the reasons given is that if PPS succeeds as a cost
containment strategy, “its effect on the quality of care will be a deciding fac-
tor in the prugraw’s continual survival.* In another report3 the Institute of
Medicine vocuses attention on the importance of information systems for
assessing and improving quality of care of nursicg home residents and recommends
that the Secretary of the Department of Health and Human Services “undertake a

study to design a system of acquiring and using resident assessment data."”
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These reports reflect the emergence of quality of care as a matter of
central interest for policies directed at controlling costs or impruving ser-
vicas for specific subgroups of the aged. As questions arise about the shurt-
term and long-term influence on quality of care of policies that have been
adopted or are being considered, the need for measures of quality will become

more intense and will cut across all of the aged.

The most widely accepted framework for assessing quality of care con-
sists of thren components, structure, process, and outcome.? Briefly, structure
refers to professional personnel, physical facilities, and medical technology;
prowess refers to what is done to and for the patient or defined populations and
how it is done; and out. = refers to changes in health status or mair 2nance of

desirable levels of health.

A comprehensive assessment of quality of care would be concerned with
all three components and their interreiat]onships, with the ultimate measure of
quality determined by the outcome of care. In practice, there are often severe
constraints in linking particular structural factors and processis of care to
specific measuras of health status. However, knowledge has cumulated regarding
the effectivenes, of health care interventions and advances have been made in
the development, testing and application of health status meas'ires that are
useful in examining both technical and health care system effects on the health
of a population. This holds true for all age groups but is particularly rele-
vant for the aged whose needs for healti services are high and large proportions

of whom could be affected positively or negatively.
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Outcome measures are specified under the three functional goals of
health care given below:

Caring - as indicated by reassurance and relief from anxiety, satis-
faction and communication between provider and patient which may affect whether
regimens prescribed are followed and response to symptoms and care seeking are
appropriate.

Curing and Maintenance - reduction in symptoms and dependency;

avnidance of comnlications and iatrogenic effects of treatment and reversing
the effects when they occur; improvement or stabilization in functional
capacity; reduction in avoidable mortality. Many specific conditions are
candidates for observation; e.g., hypertension, angina, hip fractures, major

depression, glaucoma, cataracts, hearing, visual and dental defects, respiratory

diseases.

Prevention - primary, secondary, tertiary prevention measures designed
to prevent, delay or reverse the progression of disease, reduc2 functional limi-
tations, hardicap or dependency due to health conditions. A presentive measure
may be interpreted as a surrogate or intermediate outcome measure when its
effect on a health condi‘ion or health status has been establshed, when it
reaches the population that is at risk and can benefit from it, and when there
is appropriate follow-up. Prevention procedures that could serve as indicator
of quality of care include examination and follow-up of asymptomatic individuals
for many of the conditions already mentioned, (e.g., hypertension, glaucoma,
and other visual defects, impaired hearing); counselling on smok ing cessation,
exercise, rest, diet; and rehabilitation aimed at restoring function consistant witH

the maximum achievable level.
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I do not want to minimize the complexity of measuring quality of care
or the need for substantial developmental work to refi . these measures, produce
new ones, and establish more firmly relationshios between specific process of
care and outcone of care. But, there is littie question that a significant
expansion in the measurement of quality of care can be achieved through the use
of presently available or readily adaptable measures.

Prospects and Requirements for Producing Needed Data

National information systems that have already produced useful infor-
mation for health policy and planning purposes provide a sound basis for meeting
many of the data needs described. Specific recommendations that would
accomplish this objective are being developed by the National Research Council's
Panel on Statistics for an Aging Population. They are not yet available but
several broad considerations can be stated.

The sample surveys and the vital statistics system ot the National
Center for Health Statistics represent the principal sources of national data on
health status and utilization of health services for the population as a whole
and the aged, ir rarticular. With adequate funding, they can be ajapted to meet
many of the data needs identified. The Medicare data system has already
established its value in connection with the prospective payment system; more
can be expected through changes that effectively link reports of ambulatory and
hospital care. A major strength of the system is that it can produce data for
small geographic subdivisions. The Bureau of Census' Survey of Income and
Program Participation can provide needed information on changes over time in
income, 1iving arrangements, government program eligibility and participation in

relation to health status. The forthcoming National Medical Expenditure Survey
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of the National Center for Health Services Research and the Health Care

Financing Administration will be an extremely important source of informatiun on

the utilization and expenditure patterns of the elderly population--both com-

munity and institutional residents.

Tne infrastructure for producing the data exists but major advances in

their ability to do so are dependent on several changes. These include:

O

RIC

Aruitoxt provided by Eic:

linking information collected in several of the national surveys to
the administrative records of Social Security Administration and HCFA,

while protecting the confidentiality of the individuals involved;

developing longitudinal information on changes in health and personal
circumstances predictive of transitions to different levels of dependency
or independent living through surveys and aggregating data from the

Medicare files for the same eligibles over a long period of time;

increasing sample sizes in surveys to have adequate numbers of persons
at different ages and, thereby, overcome the present restrictions in

assessing conditions related to those 85 and over;

reaching agreement on uniform definitions and classification schemes for

use in different data systems;

conducting methodological research to improve the tools we have and
the application of the information that becomes avalable, as in
forecasting changes in the functional status of the elderly and their

health care use and expendituras;
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* adopting procedures that assure timely availability of the information

for analysis by government agercies and non-government researchers; and

+ providing a mechanism for continuous review of data needs, setting

priorities, and increasing the likelihond that the information will be

produced.

I hope there will be an opportunity to present a more explicit

statement on the recommendations when they are available.
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Chaiman Cochran and Chafrman Grassley, I am John M. Cornman, Executive
Director of The G *~ontclogical Society of America. The Society {s the
national, scfentific organization of gerontological researchers, educators, and
other prufessionals in the fields of biology, clinical medicine, the behavioral
and social sciences, and jocial research, policy analysis, anq planning. Many
of the members of the Society) then, both produce and use Statistics generated
at the national, state, and 1ezal levelss often in connection with public
policy issues. However, my principal concern today 1s not the parochi al
interests of individual researchers, but the broader {ssue of protecting and
improving the data bases on which scund public policies and many private
decisions rest.

STATISTICS ARE IMPORTANT

Statistics are generally not seen as one of the more exciting areas of
government policy, bul they are fuportant. Data gathered by the federal
government determine Congressional reprusentation and cost-of-11ving Increases
1n the private and public sectors, influence trade i .icles, {dentify emerging
problems and changes in the existing conditions, an¢ . fect allocations of
federal resources for health, education, welfare, and economic development.
Further, sound public policy can only be made when there 1s a clear
understanding of the effects of past policies and the status of current
condftions. This understanding depei.is on accurate recording of trends in alil
areas: demography, income, wealth, health, and housing.

JRACKING THE AGING OF SOCIETY

America {s aging. The number of people aged 65 and over {s expected to
increase from 29 m1111on persons today to 65 millfon in 2030, an increase of
about 228 percent. The number of persons aged 85 and over will increase from
2.7 mi11{on today to 8.6 mi11ion in 2030, a Jump of almo.t 320 percent. The
sheer magnitude of these {ncreascs 1n the number of aged people coupled with
the dispropor+fzrite population growch among our very oldest citizens will
demard ,.ow private and public sector po®icies. Because the increase fn the
elderly population s unprecedented, decision makers need sound {nfcrmacion
about these demographic changes {f thoy are to make effective, efficicnt pclicy
cholces. Most importantly, policy makers must be adle to {dentify current and
projected differences among the elderly: how do thoss cetween the ages of 65
and 75 differ from those who are older th.a /5 or those older than 85.

The solvancy of Social Security znd containing health care costs are
examples of major policy decisions requiring sound data. Determining and
ensuring ths solvency of the Social Security system depend on accurate tracking
of current and future population and in.me trends. Health care cost
containment policies rely on accurate monitoring of current health status and
expenditures; of medical treatment to learn what is worhing and what is not;
and of the long-term health of the population to leara effects of such
innovations as prospective payments to hospitals and health prasotion prograns.
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JHE EFFECTS OF PAST BUDGET CUTS

Not surprisingly, federal data collection programs have been affected by
cuts in federal budgets. However, savings made through cutbacks in federal
statistical programs can actually result ih greatar total costs, even in the
short run, The Gramm-Rudman-Hollings budget cuts of 4.3 percent for 1986 mean
that already-planned efforts to reduce the error in estimating the Consumer
Price Index may be deferred. While this sounds 1ike an arcane issue» somewhat
akin to counting angels on ths head of a pin, according to he Bureau of Labor
Statistics each cne percent increase in the Consumer Price Index increases the
federal budget deficit by $4.6 biltfon, affecting indexed tax brackets,
mil{tary and civil service pensions, and Soctal Security cost~of-11ving
adjustments. In addition, divorce settlements. nillions of workers' union
contracts, pension agreements, and many private contractual agreements are
{ndexed to the CPI, meaning that errors in this estimato vill have a very large
effect on the economy and federal and family budgets. Similarly, defense
procurements are often indexed to the Producer Price Index, which 1s becoming
less accurate as time passes.

The Gerontological Society of America has looked closely at the effects of
budget cuts on the collection of aging-related data by the federal govornment
over the past several years. In December of 1934, the Society published a
paper, prepared by James Storey of Chaambers Associates, that described the
offect of budget reductions of the early 1980s on the collection of data on the
elderly. A summary of this paper is submitted for the record.

An update of this report, also submitted for the record, was published
early this year. In this update, Mr. Storey found that, although 1985 was not
a good year for data collection, 1t was not as bad as the preceeding four
yoars. However, the study shows that the Gramm-Rudman-Hollings balan-~ed budget
act threatens to renew the downward slide of data collection and analysis
efforts.

The projected GRH formula that could mandato cuts of as much as 20 percent
1n non-defense discretionary spending compared to the pre-Gi 1957 projoctions
woul¢ Jeal data collection efforts a severe blow, probably resulting 1in
cancellatiors and delays in new activities, further cuts in survey sample
sizes, stretchouts in survey frequency,» ~ower profession:l staff designing and
analyzing the data collection efforts, .nd less extramural research., The
capabilixy of public and private organizations to monitor the hezlth and
welfare of the aged would be serfously impaired. Fuwire policies would be
based on obsolete data.

Reduced data availability means that research on social and economic
{ssues would be 1imited. Government program managers would kiow less about how
well the aged are served. Public and private planning for health care and
other zge-related facilities wsuld be hampered. Private businesses would know
Jess about how the markets for thefi- products and services will change.
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CONSEQUENCES OF REDUCING THE NUMBER OF PEQPLE IN SURVEYS

One of the great achievements of gerontologists over the past several
dor;ades has been the documentation of the diversity of the older population.
1% would be completely unacceptable and, in fact, absurd, to suggest that
programs suitable for newborns are also appropriate for 15-year olds. Why
should the same not be true for 65 and 80-year olds? But how w111 the
differences be {dentified If the data are not there? Ironically, having
learned about the diversity of the older population, the lates round of budget
cuts has made 1t more difficult than ever to discover and describe the
differcnces existing within that diversity. In many i{nstances, budget cuts
nave been implemented by reducing the number of people interviewed {n natfonal
surveys. While the reduction means that fewer interviewsrs must be paid and
fewor completed surveys analyzed, reduced sample sizes have serfous
consequences for how the data can be used. Too few people surveyed in a given
age group means that the Information must be reported for larger age groups of
people, rather than “-~oken down by smaller age groups. Combining age groups
will mask tha very different experiences of people as they move {nto and
through the upper ages.

The problem of reduced sample size and 2 consequent fnability 1o
disaggregate the elderly population by age groups will recur in several surveys
(see Storey reports). The new Survey of Income and Program Participation
(SIPP) has been designed to make available {nformation on the income, wealth,
and utflizatior of benefits by the entire populacion. Batween 1984, when the
first SIPP survey wss conducted, and 1986, whan the most recent wave of data
was collected, the number of people interviewed aged 65 and over was ; educed by
more than 40 percent, from 8,333 to 4,890. Consequently, while the 1984 data
on the alderly population will be analyzed separately for 65- to 74-year clds
and thoue aged 75 and over, in the analysis of the 1966 data these groups will
have to Se ana'yzed together. There are just too few pnople in the 1986 sample
to provioe meaningful age detail. Yet, from other sources we know that those
who have already reached the age cf 75 are more 11kely to have lowsr incomes,
have fewer assets (less wealth), and need more services.

nother consequence of the 1986 budget cut was to reduce the number of
elderly people interviewed for the National Health Inteiview Survey (HIS) frem
13,000 to 6,500. Because of this decrease, there are now too fow cases in the
HIS sample to describe accuratoly the health of people aged 85 and over. There
w11l only be 500 frem this age group fn the imple. Those concorned with the
costs «f Medicare must know the health status and changes in the health status
of this group, since {ts members are the heaviest users of the Medicare
program. Also, the HIS sample 15 now too small to compare the health of rural
elderly and urban elderly, a contrast important when {dentifying service needs.
Axds, there are too few cases to describe the health of people in the few years
before and after the current retirement age of 65 (that s, those between about
62 and 68). This s important because Congress has mandated a study of the
health status of this age group to help examine the health implications of 1983
logislation that rafsed the retirement age to 67 by the year 2027. There are
virtually no data to use to implement this Congressional mandate.

People over the age of 75 have never been included 1n ths National Health
and Nutrition Examination Survey, which had been administered on a S-year cycle
during the 1970s but will be administerod on a 10-year cycle in the future.

New research has shown that improved nutrition may be important in preventing

Q



and delaying the progress of such nutrition-related and potentially 1ife-
S threatening diseases as osteoporosis. But with older people omitted from the
N only national survey that studi_s nutritiocnal habits. policy makers will not be
. able to learn which population {s most at risk, and whether, on a large scale,
' improving nutritfon during the advanced years will actually improve health and
perhaps decrease the cost of health care.

Census data was used 1n a major study of statrto—state migration pattarns
of older Americaas during the period 1960 to 1980. Using Census samples (the
more detailed survey asked of 1 percent and 2.5 percent of the population), Dr.
Charles Longino of the University of Miami discovered that, whifle older people
make about half the interstate moves that ywunger people do, the rate at which
they make interstate moves has increased over the past two decades. Since
movers tend to be the more affiuent, especially fn the younger-old 2ges (65 to
74), these finding have implications both for states that are tosing population
and for states that are gaining residents. These data might be in Juopardy {f
the Census samples are reduced so that data cannct be obtained for individual
states or for different age groups. Ketirees nave large impacts on the
oconomies of the areas into which thev move and where they spend their Social
Security and pension incomes. They remove oqual amounts of resources from the
- areas they have left. As they age, some wil}l become net consumers of resources
from areas, {f and when they begin to receive publicly-funded services. These
trends nust a1l be properly tracked, so that the states and localities can be
prepared.

ey e vy & P~

CONSEQUENCES OF INCREASING JHE TIME BETWEEN SURVEYS

Instead of administering the Naticnal Hursing Homes Survey (NNHS) every
four years, 1t will now be fielded only once every eight years. The nursing
home industry is undergoing rapid change, and this stretchout of survey timing
means that there 1s no information on which to assess the impact of policy
changes on the nursing homes &nd on which to base 2Jjustments in rules and
regulations 1n the interim years. The prospective pasment systom for
reimbursing hospitals based on Diagnostic Related Grolos (DRGs)» first
implemented 1n 1982, cannot be assessed unt1l 1987, at uhich point 1t will have
besn in effect for five years. Although hospital stays have decreased as a
result of PPS, there will be 11ttle data until after then on whether shorter
hospital stays have resulted in patfents being discharged to nursing homes; on
lower and possibly fnadequate levels of carc upor premature discharge from a
hospital; on deaths at home; or on whether the patfents recovered frox the
conditfon that first brought them to the hospital. Longths of stay mandated by
DRGs cannot be adjusted 1f the consequences for the discharged patients are not
known. Under current plans, the data will be available only at eight-yoar
{ntorvals.

In addition, policies that are meant to provids an alternativc to
{nstitutfonal izatfon, such as thuse tested with Medicaid waivers to provide
home 1ealth sarvices, now can be evaluated only with {nfroequently collected
data., Except 1n the case of some privately-initfated evaluations of particular
programs in 1imited geographic areas, there 1s simply no information on how
these policies have worked. This means that the changing role of Medicaid, the
primary payer for half of all nursing home patients, cannot be judged until
1987. ~Although we do know the doilar amounts spent on Medicaid, there 1s no
way to tell how many people these dollars are serving and whether the number
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has increased or decreased as a result of incrreasing funding for home health

care services. Only anecdotal evidence exists, and that is hardly the basis
for sound public policy.

CONSEQUENCES OF REDUCED PROFESSIQNAL STAFFING

Because graduate schuvols cannot trafn students to run the big statistical
surveys that the federal yovernment manages, most governmental statistical
organizations hire people with only about one or two years of experfence.

These people, typically hired {n their 20s, spend about ten to fiftoan years in
on-the-job training, learning to design, implement, and manage the data sots so
crucial to our natfonal well-being.

However, over the past decade, so few people have been h’..ed because of
porsonnel ceilings and threatsned or actual reductions in force that a whole
generation of statisticians {s missing from many statist’<al agencies. Both
because of personnel ceilings that do not permi% hiring young professionals and
because working for the fsderal government has had such negative pre-3
coverage, many of the most talented young graduates cannot even czasider
working for federal agencios.

This means that, although the agencies may be 1imping alosg conducting
thelr surveys and publishing analyses, when the current senior generation of
statisticians retires, there could be virtually nobody to replace them. And
given the way that training occurs, 1t will not be possible to hire people at
that time who will be capable of doing the job. They will not have speut the
ten to fifteen years required to mature and davelop. The quality of the
surveys will] be threatened by untrained or incompetent management. That is a
disturbing prospect as we head into the twenty-first century and the retirement
of the baby boom generation.

BECOMMENDATIONS

In view of the important role that data will play in holping to meot the
challenges of an aging socioty and at the same time realizing the tight fiscal
constraints on tho federal budget, the GSA recommends several stops to ensure
bettor coordination among federal statistical programs to make existing
programs more efficient. On the 1ssue of coordination. previous witnesses
testified on a recommendation to establ{sh Statistical Centers on Aging. The
Gerontological Soctety of America endorses this recommendation and further
suggests that such Centers, 1f established, have an advisory board constituted
of representatives of the community of researchers, policy analysts, and policy
makers, the primary users of such data. These usors can help f{dentify critical
information noeds and can help ensu: v that the date produced will be in the
most useful form.

These proposed Centers would go a long way toward ’ .ping roduce program
redundancies and {dentifying vital data gaps. The Gerontological Society of
America believes that 1f successful, the Cen%ers can provide a model for
coordinating data on other sub-population groups such a:x ¢hildran.
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An example of the value of advice fraa users is demonstrated by the work
of The Gerontological Society of America on the 1990 Census. The dzcon‘nial
Census 1s one 0€ the most fmportant sources of information on the 1ives of our
citizens. In early 1985, the Society submitted a set of reccemmendations to the
Consus Bureau that would improve the ability of those interested n the aging
population to use data obtained by the Census. These recommendations are
submitted for the record.

The recommendations included making the dof inition of disat.ility more
applicable to older people; measuring the existence of faily networks and the
geographic distance between older people and their familfes, so that local area
planners could determine whether informal support systems exist; adding a
question on pensfon income; adding a auestion about non-money income such as
food stamps, housing assistance, and employer-provided fringe benefits;
identifying board and care homes; clarifying the ¢ iestions on race and hispanic
origins; and collecting data from residents of inscitutions.

The Bureau of the Census was receptive to the GSA suggestions. Of the
seven recommendations involving revision of the Census questionnaire, six are
included in current field testing. These are e questions on disability,
pension income» in-kind bensfits, board and :are homes, defining race and
hispanic origin, and adding the institution.l population to the data base. In
addition, of the GSA's threo recommendations for improving Census products, two
have been adopted tentatively (publishing data in a more disaggregated form up
to 85 and over, and providing tabulations that would permit analysis of
rotfroement status with respect to such variables as income, source of income,
and geographic location). The third (providing 100 percent data by block for
the entire nation, as well as low-cost tabulations for subgroups) is still
undor discussion.

The GSA committoe that gonorated these recommendations was coaposed of
both producers and users of theso data who came together to share their
concerns and suggestions. The result was a wide-ranging series of
recommendations, based on exporience with the strengths and weaknesses of the
Census data, that, because they were well thought-out and realistic, may well
be incorporated into the 1990 Census or even beyond. This experience of
involving both producers and usors of fedoral statistics in tho debato on their
collection and analysis is vory fmportant and provides a useful model for
creating advisory boards for the Statistical Centers for Oata on Aging.

Parsonne] Recommendations

Tho Gerontological Society of America recommends that the personnel needs
of the fodoral statistical 2goncies, particularly these tnat hendle data on the
aging, be examir<? carsfully, and suggests two specific actions. First, the
personnel ceflings at those agoncies should bo adjusted to a level that pomits
tiring new professional staff to holp onsurc an adequate supply of trained
managers to run the data base programs in the future and protect ths long-+un
intogrity of the data bases. The Gerontological Society of Ar rica also
suggests that the federal statistical agencies be allowed to e Steps to
attract talonted young statisticians willing to make a career .n these
agoncies, including some protection against the risks of across—tho-board
reductions in work force in the most crucial areas. Thote career workers are
the key to a sound federal statistical system. which in turn is critical to the
development of appropriate programs and policies.
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Rudgetary Recoswendations

The report prepared by Mr, Storey revoals some consequences of recent
budgetary actiwis and provides a baseline for assessing future directions for
data collaction agencies. Certainly, no further budget cuts should be made.
Given the importance of accurate information in every sphere of governmental
policy, past budget cuts have brought data collection efforts to their bare
minimum and have seriously Impaired the utility of many existing data bases.
Further cuts could imperil our abflity to monftor and track the conditions of
the aged and our abilfty to determine changes in thefr condition.

While some budgetary fat has been trimeed, some reductions nave diminished
the usefulness of the data befi collected. as the above discussion described.
These cuts should be restored so that, for example, ressarchers and policy
makers will have access to detailed age breakdowns which help differentiate
policies for the very different needs and resources of the difforent aje groups
that constitute the elderly population.

Preservation of adequate data collection efforts beyond 1966 depends on
Congress imposing its own spending prioritfes in place of the across-the-board
budget cuts of discretionary spexding which could be required by the GRH
process. Congress {s committed tv a major reductfon in the budgat deficit,
with or without an alternative to GRH, and the Society realizes that budgets
for statisticel agencios will remain very tight in the near future.

However, a close look should be taken at the ways in which past and future
reductions in data collection efforts have affected and will continue to affect
the ability to make sound public policy, and whether these reductions in the
long or short n will actually result in increased costs. The significant
reductions in ,olicy rosearch and analysis capabilities have already had a
mejor impact on the knowledge baso previously available to lawmakers and policy
mekers. Continuing such reductions will have serfous, tangibie effects on the
income, health, and well-being of all Americans, young and old. ¥hile the old
aro typically more directly dependent on federal progrems, a recont Society
study has documented the interdependence_betwosn the wolfare of the young today
and the aged of both today and tomorrow. ¥e do not wish to say that no
budget should ever Mo cut and belfeve that some cut: .an be absorbed with
relacively 11ttle ultimateo effect. However, we strongly urge that the
foundation on which & comprehensive odifice of laws, policios, and rogulations
s built not be eroded by short-sighted. simplistic, politically expodient
budgot cuts that will cost tho govornment far more than they will save.
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PROJECTED NUMBER OF DEMENTED PERSONS
IN THE U.S. BY AGE: 1980-2050

9
8
7
> 6
=
95
E 4
£
=~ 3
2
1
| i 1 ] 1 1 ]
1980 2000 2020 2040
YEAR
*Source: NIA prevalence estimates ??nd U.S. Bureau of Census projections”
J

—

9€ TN0Id

nt



NUMBER OF
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: Compdled by Burean of the Census
T ovMey 2, 1986

SOMMIT MEETING QN AGING-RELATED STATISTILS
SUMMARY OP ISCUES
MENCY
189S SOA | Conzua|BLs | Irs nctlnmshxsnbmkm haar wooa s Ixn 10m | nmox|nvme | wea| sm | va HCFA
1. PROCESS TO GET NEEDED DNTA I l
l- Btidqo health ard socio-econ. datd..ceeeeed X X x| X x| x X X b x| x X
bayond 654 e.ceeeccccrccccecceed X x| x x X x x X
’ﬁm datay transitional
PEODADIY ftie@. ceeecrccccrcocccrccrrrccned X X X x x| x X xf x
d. Inpeove dlu qunu.t;yamf X X X X X X
. Linkage of data systems, sdmt.lnity... x X X X X X
2. CobOTE BEDALO8 oo aevn ssevnsesarosses YA (P P (RSG5 B IS JPO O { _....&._§ L. Lolem} ]
g Swple size (e.g.. cldest cla). - X X X X] X
h. Timely release of datd....... o X X
i. Interagen’ . .operaticNeccccce. o X X X X
4. Standardize definiticns, CONCEpts.. X X
k. More analyeis by daca p:oa.wen............ X
2. DATA NEXDED
a. Instituticnal pop.. x x X X X x x x
b. Labor force, uneopl X X X X X
c. Race, gender..ececsee X X X X} x
4. Retirenent, X X
e. Income sources, assets... X X X
£. mnuzca allocation between genera onsesnd —eletereente e
g. m‘&n ums mitund Sunt: huntetun bt the Chnd k] bedad
. Internatd social, health, econ.).) X X X X
1. !brtauty, foxmung................. x| x X X x X
’j‘. Quuc x| x x x X x
o @ CXPECEANCYesoserssscscccescssesl X X X X
1. m:bidity. dinbuityx weasures of
incidence, prevalence, rixk factors,
severity, fatality, classificaticnee.eeee.d X X o xI x| d x xt x| x X x xl x
m. Concomitant medical peoblems... .. B e R O o —t . QR A
n. X X X b .- X b4 b3
x X, x X x|
3 X x X X x x x x| X
x X X x
X X
X

Note: This is an arbitrary categor..ation of issusa based on statements of agencies prepared for the Surrit Feeting on Aging-Related

Statistica, May 2, 1986.
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PARTICIPANTS FOR MAY 28D, 9:00 A.M.-2:00 P.M.
SUMMIT MEETING
AS OF 05/01/86

Or. John G. Keane

Director

United States Department of Commerce
sureau of the Census

Building 3, Room 2049

Washington, D.C. 20233

Phone No. 763-5190

Dr. Manning Feinteib

Director

National Center for Health Statistics
3700 East-West Highway

Federal Center Building 2, Room 219
Hyattsville, Maryland 20782

Phone No. 436-7016

Daoris Merritt, M,D.

Research Traiiiing and Research
Resources Officer

National Center on Nursing Research

National Institutes of Health

9000 Rockville Pike

Building 1, Room 209

Bethesda, Maryland 20892

Phone No. 0D - 496-9743

Dr. Franklin William:
Director

National Institute on Aqing
“000 Rock *ille Pike
Building .., Room 2C02
Bethesda, Maryland 20892
Phone No. 496-9265

Dr. Duane Alexander

Director

National Institute of Child Health
ana Human Development

National Institutes of Health

Builaing 31, Room 2A04

Bethesda, lHaryland 20892

Phore No. 8%-1848

Harald Loe, D.D.S.

Director

National Institute of Dental Research
National Institutes of Health
Building 31, Room 2C39

Bethesda, Maryland 20892

Phone No. 496-3571

) 78
ERIC |

Aruitoxt provided by Eic:



T Stk

&

y

BT

GRS

s

To.
N

Dr. Pierre F. Renault

Acting Director

National Institute of Dizbetes, Qigestive,
and Kidney Disecases

'National Institutes of Health

Building 31, Room 9A52

Bethesda, Maryland 20892

Phone No. 496-6983

Dr. Ruth L. Kirschstein

Director

National Institute of General
Medical Sciences

National Institutes of Health

Building 31, Room 4A52

Bethesda, Maryland 20892

Phone No. 496-5231

John T. Kalberer, Ph.D.
0ffice of the Director
National Institutes of Health
Building 1, Room 228
Bethesda, Maryland 20892
Phone No, 0D - 4965-6614

Dr. Murray Goldstein, Director

National Institute of Neurological and
Communicative Disorders and Stroka

National Institutes of Health, Bld. 31, Rm. 8A52

Building 31, Room 8A52

Bethesda, Maryland 20892

Phone No. 496-9746

Ms. Martha McSteen

Actixg Commissioner

Soctal Security Administration
Room 900, Altmeyer Building
6401 Security Boulevar’®
Baltimore, Maryland 21235
Phone No. (301) 594-3120
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OBSERVERS

Mr. Don Fowles
Administration on Aging

.. 330 Independence Avenue, S.W.
a Washington, D.C. 20201

Phone No. 245-0641

Mr. Donald D. Sx:ith

Director of Office of Management
and Policy Control

Acting Director of Office of
Planning, Evaluation, and
Dissemination

Administ.ration on Aging

23736 Woodfield Road

Gaithershurg, Maryland 20879

-
v

Br., Luther S. Williams
President

Atlanta University

222 Chestnut Street, S.W.
Atlanta, Georgia 30314
Phone No. (404) 681-G251

Mr. Philip Rones

Bureau of Labor Stacistics
441 G Street, N.W.

Room 2486

Washington, D.C. 20212
Piione No. 523-1944 -

Mr. C. Louis Kincannon

Deputy Director

United States Department of Commerce
Bureau of ‘re Census

Building 3, Room 2049

Washington, D.C. 20233

Phone No. 763-5192

Mr. William Butz

Associate Director for Demographic Fields
Bureau of the Census

Building 3, Room 2061

Washington, DB.C. 20233

Phone Ho. 763-5167
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Dr. Roland Moore

Associate Director for Field Operations
Bureau of the Census

Building 3, Room 2037

Washington, D.C. 20233

Phone No. 763-7247

Ms. Cynthia M. Taeuber

Special Assistant for Selected Populations
Bureau of the Census

Building 3, Room 2332

Washington, D.C. 20233

Phone No. 763-7883

Ms. Carolyn Rogers
Statistician

Bureau of tne Census
Building 3, Room 2332
Washington, D.C. 20233
Phone No. 763-7883

Ms. Lois Saaw

General Accounting Office
441 G Street, N.d.

Room 6854

Washington, D.C. 20854
Phone No. 275-1882

Ms. Joan van Nostrand

Data Task Force Chair

Gerontological Society of America
c/o Health Carg, Room 2-63

National Center for health Statistics
3700 East-West Highway

Hyattsville, Mar_ iand 20782

Phone No. 436-8522

Ms. Michael McMullan

Acting Director

Office of Statistics and Data Management
Bureau of Data Management and Strategy
Health Care Finance Administration

6325 Security Boulevard

Room 1F2 Oak Meadows Building

Baltimore, Maryland 21207

Phone No. (301) 597-5989
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Ms. Lynn 3quire

Legislative Analysis

Office of Legislation Policy
Health Care Finance Administration
Hubert H. Humphrey Building

Room 351G

200 Independence Avenue, S.W.
Washington, D.C. 20201

Phone No. 245-0511

Judith Kaspar, Ph.D,

Sociologist

0ffice of Research

Health Care Finance Administratfon
6325 Security Boulevard

Baltimore, Maryland 21207

Phone No. (301) 597-2374

Mr. Anthony Knettel
Professional Staff

Room 712, House Annex Ko. 1
300 New Jersey Avenue, S.E.
Washington, D.C. 20515
Phone No, 226-3375

Nr. Hal Wallach

House Committee on Aging
5205 Myers Court
Rockville, Maryland 20853
Phone ko, 226-3375

Dr. Duane McGough

Director of Demographic Analysis

Office of Policy Development and Research
Housing and Urban Development

451 7th Street, S.W.

Room 8208

Washington, D.C. 20410

Phone No. 755-5630

Fritz Scheuren, Ph. D,
Director

Statistics of Income Division
Internal! Raevenue Service

1111 Constitutior Avenue
Washington, D.C. 20224

Phone No. 376-0216
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Ms. Dorothy Gilfora
Committee on National Statistics
National Academy of Sciences
Room 830, Joseph Henry Building
2101 Constitution Avenue
Washington, D.C. 20418

- Phone No. 334-301¢

Edward J. Sondit Ph.D.

Chief, Surveil.. ce and Operations
Research Branch, DCPC

National Cancer Institute

National Institutes of Health

Blair Building, Room 501

Bethesda, Maryland 20892-4200

Phone No. 427-8669

Dr. Jacob Feldman

Nationa! Center for Health Statistics
3700 East-West Highway

Heattsville, Karyland 20872

Phone No. 436-7026

Dr Mary Grace Kovar
Special Assistant for Data Policy
and Analysis
National Center for Health Statistics
3700 East-West Highway
Room 263
dYyattsville, Maryland 20872
Phone No. 436-7105

Daniel Walden, Ph.D.

Senior Rese? h Janager

Nationai Cen..r for Health Services Research
park Buil. ng, ltop 3-50

5600 Fichers Lane

Rockville, Maryland 20357

Phone No. 443-4108

Dr. Patricta McCormick

Acute and Chronfc iliness Program
National Center for Nursing Research
Building 38A, B82E17

Bethesda, Maryiand 20892
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Mr. Daniel Schulder
National Counci] on Aging
Phone No. 479-1200

William T, Friedewald, M.D,
Director, Division of Epidemiology
and Clinical Applications
National Heart, Lung and Blood Institute
Federal Suilding, Room 212
7550 E:sconsin Avenue
Bethasda, Maryland 20892
Phone No. 496-2533

Dr. Richard Suzman
National Instityte on Aging
Bldg. 31, Room 4C-32

9000 Rockville Fike
Bethesda, Maryland 20892
Phone No. 496-313

Ms. Shirley Bagley
Assistant Director for Special Programs
National Institute on Aging

9000 Rockville Pike

.Building 31, Room 2CUu

8ethesda, Maryland 20892

Dwight Brock, Ph.D,
Epidemiology, Demography and Biometry Program
National Institute on Aging

9000 Rockville Pike

Bethesda, Maryland 20892

Matilda white Riley, D.Sp.

Associate Director

Behavioral Sciences Research Prcyram
Nationai Institute on Aging

9000 Rockvilie Pike

Bethesda, Maryland 20892

Dr. Mary Ganikos

Gerontologist Specialist

National Institute on Alcohol Abyse
and Alcoholism

5600 Fishers Lane

Room 1626

Rockville, Maryland (0857

Phone No. 443-5106
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Dr. Thomas Harford

Acting uirector, Division of Biometry
and Epidemiology

National Institute on Alcohol Abuse

. and Alcoholism

5790 Fishers Lane

Room 14226

Rockville, Maryland 20857

Phone No. 443-3306

Dr. Bernard Taibot

Deputy Director

National Institute of Aileray
and Infectious Diseases

National Institutes of Health

Building 31, Room 7A03

Bethesda Maryland 20892

Phone No. 496-9118

Dr. Reva Lawrence

Natior>l Institute of Arthritis and
Musculoskeletal and Skin Diseases

9000 Rockville Pike

Building 31, Room 9A35

Bethesda, Maryland 20892

Phone No. 496-7495

Dr. Dushanka Kleinman

Acting Associate Director

Epidemiology and Oral Prevention Program
Natfonal Institute of Dental Research
Natfonal Institutes of Health

Westwood Building, Room 528

5333 Westbard Avenue

Bethesda, Maryland 20816

Phone No. 496-7032

Dr. L. Jackson Brown

Acting Chief, Planning and Evaluation Section
National Institute of Dental Reszarch
Nationil Institutes of Health

9000 Rockville Pike

Building 3J, Room 2C36

Bethesda, Haryland 20892

Phone No. 446-6705
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Mr. Edgar Adams

Acting Director, Division of Epidemiclogy
and Statistical Analysis

National Institute on Drug Abuse

5600 Fishers Lane

Room 11A55

Rockville, Maryland 20857

* Phone No, 443-6637

Dr. Maureen Harris

National Diabetes Oata Group Program
Director

National Institute of Diabetes, Digestive,
and Kidney Diseases

Westwood Buiiding, koom 622-A

533 testbart Avenue

Bethesda, Maryland 20205

Phone No. 496-7595

Dr. Agnes Donahue

Executive Secretary of PHS

Coordinating Committee on Women's Health Issues
5333 Westbard Avenue

Westwocd Building, Room 949

Bethesda, Maryland 20892

Phone No 496-7585

Dr. David Larson

National Institute of Mental Health
Division of Biometry and App’ied Sciences
5600 Fishers Lane

Parklawn Building, Room 18C.4

Rockville, Maryland 20857

Phone No., 443-1330

Dr. Harold Schoolman

Deputy Director for Research
and Education

National Library of Medicine

9000 Rockville Pike

Bethesda, Maryland 20892

Phone N0.496-4725

Dr. Elias Anzola-Perez

Regional Adviser, Healtn for the Elderly
Program

Pan American Health Organization

Horld Health Organfzation

525 Twenty-Third Street, M.W.

Washington, D.C. 20037

Phone No. 861-3273
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Dr. Gooloo Wunderlich

Director

pivision of Data Policy

Office of House Planning and Evaluation
Public Health Service

Hubert H. Humphrey Building

-200 Independence Avenue, S.W.
washington, D.C. 20201

Phone No. 245-2100

Mr. James Scanion

Division of Data Policy

Reports Clearance Office

Office of the Assistant Secretary
for Health

Public Health Service

Hubert H. Humphrey Building

200 Independence Avenue,S.W.

washington, D.C. 20201

Phone Ho. 245-2100

Mr. Steve McConnell

Staff Director

Senate Special Committee on Aging
Dirksen Office Building, Room G-33
washing.on, D.C. 20510

Phore No, 224-5364

Ms. Virginia Reno

Legis Fellow on Senate Aging Committee
Dirksen Office Building, Room G-33
t!achington, D.C. 20510

Ph.. o No. 224-5364

Ms. Betsy Vierck
214 South Carolina Avenue, S.E.
washington, D.C. 20003

‘;,one No. 543-8716

Ms. Diane Lifsey

Minority Staff Director

Senate Spec i1 Committee on Aging
Senate Dirk &n Building

Room 6-33

Washington, D.C. 20510

Phone No, 224-1467
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Mr. Chris Jennings

Professional Staff

Senate Special Committee on Aging
Senate Dirksen Building
Washington, D.C. 20510

Phone No. 224-1467

Dr. Jane Ross

Sncial Security Administration
6401 Security Bulevard
Altmeyer Building, Room 990
Balt*vwore, Maryland 21235
Phone No. (202) 672-5634

Mr. John Chlumsky

Executive Assistant

Socfal Security Administration
6401 Security Boulevard
Altmeyer Euilding, Room 900
Baltimore, Maryland 21235

Ms. June Walton

Subcommittee on Energy, Nuclear Proliferation,
and Government Processes

605 Hart Senate Office Building

Washington, 0.C. 20510

Pnone No. 224-9515

Dr. Leonarc Wise

Minority Staff Director

Subcommittee on Energy, Nuclear Proliferation,
and Government Processes

c/o Senator John Glenn

507 Hart Senate Office Building

Washington, D.C. 20510

Phone No. 224-0528

Mr. Brian Dettelbach

Covernment Affairs Subcommittee on
Nuclear Proliferation

c/o Senator John Glenn

507 Hart Senate Office Euilding

Washington, N.C. 20510

Phone No. 224-4071

Dr. Leroy Stone

Director, Demometrics and Special
Population Studies

R H Coast Building, 25th Floor

Station N

Tunney's Pasture

Ottawa, Ontario, Canada K1A 076

Phone No. (613) 990-9752
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Dr. John H, Mather

Assistant Chief, Medical Director for
Geriatrics and Extended Care

Veterans Administration Central Office

810 Vermont Avenue, N.W.

Room 865

was'iington, D.C. 20420

Phoie No. 389-3781

Dr. A. J. Singh

Director of Statistical Policy and
Research Service

Veterans' Administration

810 Vermont Avenue. N.W.

Washington, D.C. 20420

Phone No. 389-2563
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FOR

ST KEETING ON AGING-RELATED STR "TSTICS

May 2, 1986
Stone House, NIH Campus

Jointly sponsored by:

T. Franklin Williams, M.D. Dr. John G. Keane
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Vital Issues
As Identified By

The Administration on Aging

The Administration on Aging (AoA) is the principal Federal
agency designated by Congress to carry out the »rovisions of
the Older Americans Act of 1965. The Act seeks to remove
barriers to economic and personal independence for older people
and assure the availability of appropriate community and family
based services for those older people in the greatest social or
economic need.

AoA aids States and communities in developing comprehensive and
coordinated service systems to serve older individuais. AoA's
programs reach into most areas of the United States through a
network of public and private agencies which includes 57 State
and Territorial Units on Aging and, at the community level,
approximately 660 Area Agencies on Aging and 25,000 service
provicsers.

Unlike most of the agencies ref -esented at the "Summit
Meeting," AoA is not primarily a research or data collection
organization. Because of the broad mandate of the Older
Americans Act, AoA utilizes data from many Federal sources on a
wide variety of topics.

The Vulnerable Elderly

AoA's primary goal is to ensure that the "vulnerable”
elderly--those at risk of institutionalization or unable to
function unaijed in the community--have services available
which will enable them to remain in the community as long as
possible and pursue a meaningful, rewarding, and digrified
lifestyle. AoA has encouraged the Census Bureau to include a
question on functional disability in the questionnaire for the
1990 census. AoA recognizes the problems involved in capturing
significant and accurate health information in a limited space
on a self-administered questionnaire. However, he: 1th-related
information about the older population at the loca. level is
the most critical need c{or local service planners.

In addition to local data, more information is needed on:

o The size and characteristics of this population;

91
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o The amount and type of service provision which will
allow them to remain in the community; and

o The costs of such services.

Efforts to gather information on the older population by age
group rather than in the aggregate should be pursued
vigorously. 1In this regard, NIA is to be congratulated on its
current research initiative on the "old-o0ld." Given the
considerable difference in characteristics between the
“young~o0ld® and "old-o0ld," and the disproportionate share of
nealth and supportive service resources expended on the very
old, more efforts should be made to increase sample size 1in the
oldest age groups in our national surveys and to develnp other
methods of gathering reliable information.

Caregivers

Current research indice*as that the primary source of
caregiving for the wulnerable elderly is not formal service
agencies in the community, but the informsl support system of
family members and friends. About 80% of care provided to the
vulnerzble wlderly in the community is provided by infarmal
caregivers. More information i- needed on:

[} The extent and relavionship of this informal network;
[} The amount and type of care provided; and
[} The barriers to a wider provision of such care.

Given the projected increase in the number of older people,
particularly the oldest of the old, there is likely to be
considerable strain on the informal caregiving network in the
future. More information is needed on the nature cf volunteer
caregiving, the strengths and weaknesses of such cure, and the
prospects for increasing voluntarism among the elderly.

Preparation For The Future

There are two levels of "planning for the future" that AoA
believes are important and will continue to stress in its
education and dissemination efforts--rlanning at the individual
level, and planning at the societal level.

" 92
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Important aspects .f individual planning are health education
and promotion aimed at preventing premature death or disability
and individual and financial planning. The potential benefits
to the individual of activities are quite clear, and research
efforts in these areas should certainly continue.

At the societal level, more information is needed on the
overall nature of future aging society and the extent to which
che increase in the numbers of dependent older people will be
at least partially countarbalanced by the projected decrease in
the number of children.

Preparation for the future requires information about future
needs of the older population. AoA is more than willing to
work with the other ayencies represented at this "Summit
Meeting” to disseminate the results of their research in these

areas.

kA kXhk
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UNITED STATES DEPARTMENT OF
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VITAL POLICY ISSUES REGARDING
AGING-RELATED STATISTICS

DR. JOHN &, KEANE
DIRECTOR, BUREAU OF THE CENSUS
WASKINGTON, D.C.

SUMMIT MEETING ON AGING-RELATED STATISTICS
NATIONAL IKSTITUTES OF HEALTH (STONE HOUSE) - BETHESDA, MARYLAND

HAY 2, 1986

ERIC

Aruitoxt provided by Eic:



E

90

INTRODUCTION

CENSUS BUREAU PERSPECTIYFS AT THIS FIRST~OF-I1TS-KIND MEETING
FOCUS ON THREE AREAS:

1. THE CLARION FOR COOPERATION,

2. BRIDGING HEALTH AND SOCIO-ECONOMIC VARIABLES, ANO

3. OUR EMERGING CHALLENGES.

IN THAT ORDER, 1 SHALL OVERVIEW EACH OF THESE SUB-TOPICS.

1. THE CLARION FOR COOPERATION

THE SINGLE MOST VITAL ISSUE IN THE DEVELOPMEMT OF AGING-RELATED
STATISTICS 15 TO ESTABLISH COOPERATIVE ACTIOHS AMONG FEDERAL AGENCIES
THAT WILL EXTEND OUk CAPABILITIES TO MEET OUR GOALS IN A COST-
EFFICIENT WAY. THROUGH COOPERATION, WE CAN IMPROVE OUR ABILITY TO
LINK DATA COLLFCTION AKD RESEARCH TO PLANNING AND POLICY DEVELOPHENT.
¥E CAN PROVIUE BETTER INFORMATION FOR SETTING PRIORITIES FOR DATA
COLLECTION AND RESEARCH THAT MEET THE TESTS OF SCIERTIFIC VALUE,
SOCIAL RELEVANCE, AFFORDABILITY, AND POLITICAL VIABILITY.

BY WORKING TOGETHER, WE WILL BE BETTER ABLE TO ISOLATE VITAL
POLICY-RELATEO AREAS HEEDING DATA AND TO FILL THOSE DATA GAPS.
WE CAN EXTEND THe USE OF LIKITED RESOURCES, REDUCE WAST AND
OVERLAPP ING AREAS OF INDIVIDUAL AGENCY ACTIVITY, AND MORK TOWARDS A
UNIFORM, COMPLEMENTARY APPROACH ACROSS FEDERAL AGENCIES WHERE
APPROPRIATE. WE CAN ALSO IMPROVE ACCESS AND DISSEMINATION OF DATA
FOR PLANNING, PROGRAM MANAGEMENT, UNDERSTAMOING OF TARGET POPULATIONS,

Q 95
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ANO OEVELOPMENT OF POLICY OPTIONS. BY RECOGNIZING OUR MUTUAL
1]

kNTERESTS. WE CAN ENCOURAGE COLLABORATIVE RESEARCH AS WELL AS

INFORKATION-TECHNOLOGY SHARING AMONG AGENCIES,

Z. BRIDGING HEALTH ANO SOCIO-ECONOMIC VARIABLES

WE EXPECT THAT ONE IMPORTANT QUTCOME OF COOPERATIVE ACTION 1S
THAT VE CAN BEGIN TO BUILD A BRIDGE BETWEEN HEALTH AKD S0CI0-ECONONMIC
DATA, AND EVENTUALLY, BETWEEN POLICIES IN THOSE AREAS. FOR EXAMPLE,
THE USF OF HEALTH AND LONG-TERM CARE SERVICES 1S AFFECTEO BY HEALTH,
SOCIAL, AND ECONOMIC FACTOP,. PUBLIC POLICY FOR LONG-TERM CARE HAS
TO BE BASEO ON ALL TH: RELEVANT RISK FACTORS SUCH AS RETIREMENT
TREADS; HOUSING COSTS AND CHARACTERISTICS; TAXATION POLICY; THE
CHARACTERISTICS OF THE FAMILY AVAILABLE FOR INFORMAL SUPPORT; SOCIA!
TRENDS SUCH AS LIVING ARRANGEMENTS AND THE AGE AT WHICH WOMER
HAKRY, HAVE CHILOREN, WORK IN OCCUPATIONS COVEREO BY SOCIAL SECURITY
ANO RETIREMENT PLANS, DIVORCE, Ai{0 BECOME KIDOWEO; THE USE OF
AOVANCED MEDICAL TECHNOLOGY; THE ECONOMIC STATUS OF THE INDIVIDUAL
AND THE ECONOMICS OF PAYING FOR CARE, AND SO ON.

THERE ARE OTHER UNANSWERED QUESTIONS ABOUT THE RrLATIONSHIP
BETWEEN HEALT': “HD SOCIVO-ECONOMIC AHIABLES, INCLUDING: WHAT ARE
THE SOCIAL AND ECONOMIC CORRELATES uf MGHBIDITY AND THE QECLINE IN
MORTALITY? WHAT ARE THE INTERRELATIONSHIPS OF SOCIAL SUPPORT,
ECONOMIC STATUS, ANO HEALTH STATUS? HOW WILL THE INCREASED LABOR
FORCE PARTICIPATION OF WOMEN AND REDUCED FAMILY SIZE IMPACT ON CARE
OF OUR ELOERS? HOW DO CHANGES IN THE NATURE ANO BURATION OF ILLNESS
AMONG THE ELOERLY AFFECT THE ECONOMIC STATUS OF THE FAMILY? WHAT

O LQ) (.).
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1S THE EFFECT OF 'UNEMPLOYMENT ON HEALTH? HOW 00 THE HEALTH KEEOS
OF THE ELOSRLY RESPOND' TO THE AMOUNT AND TYPE OF RESOURCES ALLOCATED
T0 DISEASE PREVENTION AND TREATMENT?

3. OUR CMERGING CHALLENGES

IN THE COMING YEARS, THE CENSUS BUREAU WILL FACE SOME IMPORTANT
STATISTICAL ISSUFS CONCERRING AGIKG-RELATED STATISTICS. THESE
WILL REQUIRE COOROINATION FOR SUPPORT OF THE ACTIVITIES. FUROING
FOR RESEARCH SHOULO ALLOW FOR DATA DEVELOPMENT. AMONG THE MOST
IMPORTART ISSUES ARE:

(1) THE LINKAGE OF AOMINISIKATIVE RECORDS WITH SURVEYS WHILE
PROTECTING CONFIOERTIALITY;

(2) THE TIMELY RELEASE OF DATA;

(3) OEVELOPMENT OF LONGITUOIKAL SURVEYS AND THE STATISTICAL
METHOOOLOGY FOR ANALYZING SUCH FILES;

(4) IMPROVING THE QUALITY OF THE DATA, PARTICULARLY IN IKSTITU-
TIONS WHERE PERSONS MAY BE COGNITIVELY IMPAIRED, AND

(5) ENLARGING SAMPLE SIZES FOR THE ELBERLY POPULATION SO THAT
TABULATEO DATA ARE RELIABLE . OR AGE GROUPS BEYORD THE
COMMOKLY USED TEPMINAL CATEGORY OF “65 YEARS AND OVER."

IN LESS THAN 25 YEARS, A LARGE AGING Lo 1ETY WILL BE UPOK US
WHETHER OR NOT WE HAVE SUFFICIENT INFORMATION FOR POLICY. IT IS
INCUMBENT UPON US TO COOpERATE TO PROVIDE THE NEEOED INFORMATION
FOR THAT AGING SOCIETY.

¥ E).7
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APR 18 1986

T. Pranklin williams, M.D.
Director
Nationa. Institute on Aging
Public Health Service
Department of Health

and Human Services
Bethesda, Maryland 20205

Dr. John G. Keane
Director

Bureau of the Census
Depzicment of Commerce
Washington, D.C. 20233

Dear Dr. williams and Dr. Keane:

I am responding to your letter of March 24. As you know, I will
be unable to attend the May 2 Summit Meeting on Aging-Relatec
Statistics and thus am sending Mr., Philip Rones as an observer.
Mr. Rones has studied the subject of aging and older workers, and
has written numerous articles on the subject.- .

The Bureau of Labor Statistics primary interest in regard to older
persons is in tlheir labor market performznce and consumption
patterns,

It is often hard to interpret data on unemployment, discourage-
ment, and labor force participation for older workers. The
unemployment rate--which, by definition, is the number of active
jobgeekers divided by the labor force--is lower for older workers
than for any other age group. But these low jobless rates may
reflect the older workers' tendency to end a period of job search
by leaving the labor force, an option not feasible for most
younger workers. Also, labor force participation, often used as a
measure of retirement trends, treats retirement as sudden and
absolute, whereas we know it to be, for many, a gradual transition.

In terms of consumption patterns, the elderly need to be examined
as two groups,’ 65-74 and 75 years and over because the
characteristics, incomes, and spending patterns are quite
6tfferent. Por the older group, the share of total expenditures
gcing for housing costs and health care is considerably higher
thun for the 65-74 group. This i{s8 in spite of the fact that over
90 percent of homeowners in the older group live in mortgage free
homes.

O
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Bureau of Labor Statistics

?, Pranklin Williams, M.D.-- ==
Dr. John C. Keane

APR 18 138§

Pslicies .e«garding older workers have often been at odds., While
pressures on the Social Security System have nccesgitated changes
that will increase incentives to work additional years, some
employers appear to be expanding the use of early-out arrangemnents
to help reduce labor costs. Indeed employer financing of pension
costs is becoming an extremely important element of overall
compensation cost. Perhaps changing labor market demographics
will bring many of these conflicting interests into line.

1 am indeed sorry not to be able to participate in your meeting.
The issues are important ones, and I am sure the meeting will be
successful.

Sincerely ycurs,
"‘"f“ V: "‘.M-,":‘

JANET L. NORWOOD

commissioner

AN
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DEPARTMENT OF HEALTH AND HUMAN SERVICES
HEALTH CARE FINANCING AOMINISTRATION
WASHINGTON, D C, 20101

AR 30 i986

T. Franklin Willlams, M.D.
Director

National Institute on Aging
National Institutes of Health
Building 31, Room 2C02
Bethesda, Maryland 20205

Dear Dr. williams:

1 want to thank you for the opportunity to attend the Summit Meeting on
Aging-Related Statistics. While I cannot attend, I would Hke to take the
opportunity to incluge HCFA's principal concerns on aging-related statistics in the
record of the meeting. Our "vital few" issues coincide with those identified by the
Secretary as priority areas for the Department; namely, Medicare acute and long-
ternt care catastrophic protection, and "how to be equally fair to beneficiaries,
providers, taxpayers . . ., and keep quality of care In mind as we try to reduce
costs." A brief statement of these issues follows.

Medicare Acute Catastrophic Protection

The impact of cost sharing measures, such as health care deductibles, coinsurance,
charges by physicians that exceed allowed charges and health care services beyond
the scope of the Medicare benefit package, on aged persons needs to be re-
examined and accurately described.

Long-term Catastrophic Protection .

Punding of long term care for the aged population will become increasingly
important as the aged population "ages.” An increasing proportion of the aged
population will require institutional care in nursing homes or continuing home
support for functional and health maintenance. Future sources of funding for such
care are problematic. Egquitable systems to encourage and promote "internal
support” systems as alternatives to institutional care must be pursued.

Quality and Cost Balance

Proper balaneing of quality of health care with efficiency in provision of health
care services for the aged will become increasingly important. Efforts to
judiciously reduce unnecessary services in order to accommodate governmental and
private needs to control health care expenditures must be made w.thin an
environment that continues to guarantee levels of quality care equivalent to that
provided to other population sectors.

O
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Pege 2 — T. Pranklin Williams, M.D.

I look forward to attending future meetings and am most interested in receiving
the statements that have been prepared by the participating agencies. [ have asked

« Michael McMullan, Director of our Office of Statisties and Data Management,
. Bureau of Data Management and Strategy, to represent HCFA as an observer,
s Thank you egain for your invitation.
P Sincerely yours,
: ct ' /Y
1 . " 6 g —

K R T A ___/'( Jrid s

Henry R. Desmarais, M.D.

Acting Administrator
. \‘\
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Excerpt from:

Fritz Scheuren
"Methodologic Issucs in
Linkage of Multiple Data
Beses®

Intersal Revenue Service

Ponntm Datd Systeas Dturvln? Further Study
P4newo given, there sesmx

to be a cleadr need to intensively exsmine the
potentfal of particular dats linkage systems to
answer cortain ouestions. We will {llustrate
tais point by 1looking at one of the most
pressing Ircas in the United Siates where detter

dats 4re neeico -~ this 13 on our rapidly
growig aged sox‘:tion. Even If we coafine
ourselves to 1':. n~ile area, My sudsidisry

issuee must *. "' ,ied, For exsaple, where
e the gredlasc M5t in dats on healln,
aneral oelugrii-ic ‘nlorvation, financial data,
or the extent 1o wriin fuderal programs provide
s1pport? o whit foeluws, there Nas been no
sitenpt to onswer this ouestion. To da 23, we
would g0 well buvcad the scope of the present
papse.  Instead, lnere i3 g discussion of four
dats 11nkage envircnments that, depending on the
answer to the cuestion, may warrant further
study. $pecidl empnasis nas been placed on the
1imitations of working in each of these settings
and of the role trat a strong outsids user migh.
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play in overcoming those limitations.

Social Sacurl and bmlu cln Financing
AdRTRISS. .
Wa_'mmm Adsinistrations {HCFA) are
unlikely to ke the lsad is dilding ang
saintaining ’ﬁ?l_% statistical dats
inkage systoms, I8 pa suse of & reduced
emphisis on  Basic and  epplied research.
Neverthelass, the program-oriented statistical
swtivities of these sgencies will. csatimve to
give them aa f{mpertast role I8 dats Tinkege
sfforts Which ere consisfent wita egency
sissions. The poteatial at SSA anéd HCFA for
providing improved sources of statistics un the
aging population derends om the extent tTo which
they sre ls to: (11 maintzin major in-house
dats linkage efforts, like the Contimous Work
History sy?u {s.9., Buckler ond Swith, 1980)
and the Medicare Statistical System (U.S. healtn
Care  Finaacing Adeiristration, . 1983): (2)
contlnu t0 spoAsor Or CO-$poAsor ptrlodlc or 3d

surveys: aad (31 cooperate s linkige
't'ﬁ‘mn spoasored glsewnere (for example. 10 the
Syrvey of iacyme ondé Program Participatiom or ia
the Health Isterview Surveyl §f they are in
suppart of the agencies’ mfssioms.

However, these efforts would meed to Dbe
conplod with strong outside user swpport. A
$SA HCFA, there may de @& particularly
pns:lng need for outside wsers to ald In the
resumption of som fors of pwslic release of
subsets, at lesst, of the administrative samgles
sow being espleyed slmost solely for in-hCuse
purposes. !

interns] Revesws Service -~ it seems poiatless
to speculats wpon the degree to  which
interagency dats limkages can or smould take
place involving I Revenue Service (IRS)
dats.  Formideble=Statutory Barriers mrrowly
Haft access” to tax records and, eves when the

because of comcerns adowt public perception.
Mssrican social cCustoms, particularly concerns
about  °Bi mmf.‘ stand a3z neirly
{asurmountable obstacles §n the short rua.

1t s possidle, though, to use IRS records
essantislly a1l By themsclves 43 a basis for
studyl the aged popslation. This say seem
surprising because the statistical program of
the Interssl Revesve Service 13 not locked ot
typicelly as & source of such informatica.
Certainly the Statistics of Iacome pudlfcaticn
series Mg focw very aged, and
then sainly tarouge the use of the age exemption
to {dantify texpayecs €5 years or older (e.g.,
Holik and Kozielec, 1984). Sroader-bisad
research Mg besn poxslnh through occasional
11nk390s between the IRS’s Individual Income Tax
Model F‘Io and Social Security information. ia
a few .ates, theso linkages have resulted in
Mllc-«u tiles (0e1Bene, 19791, Mot has not

done s %o look at the aging populatica
longltudlu"y. although this Is  feirly

Tekle o
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Internal Revenue Service, Pg, 2

strafontforvard, 4t least back to 1972,

¢ Furthermore, with the recent addition of
complate SSA year-of.birth finformation to IRS
(§1rs. ft will be possible to routinely study
age  cohorts by means other than the age
scemption, It s also noteworthy of mention
that 1inkdgs between RS files and the raCently

- instituted National Deatn Index have just been
suceonstully Snstituted (Bentz, 1985).

Tar returns probably represent the.single dest
source of fimnclai fnformation end  could,
theerfore, prove of value §n studying the aging
procecs., There are, however, three Main

¢ Iimitations to their use:

e ricst, the fncome data, while of exceedingly
nigh ouality (relative to surveys), are
incomplete since certain nontaxsdle {ncomes
nave been omitted {e.9., tax-exempt bond
interest and welfare payments). intil
recontly, socsal  security Dbenefits were
unavailable but they are now potentially
tauable {beginning with 1984).

.

Sncond, the population coverage of fIncome
tax returns is Incomplete, In fact, only
ahout half the population ages 55 yedrs or
older show up as taxpayers on income tex
returns, Main, receat changes have &
hearing here since {nformation documents,
notably Forws 1099 from Sociel Securily ere
(fled with the Interns] Revenue Service for
all socis) security beneficieries. This
change  perxits  an  exbinded poputation
roncept that could ‘be 2ssentially complete
for the a9ed papulation.

Inird, the tax return is exceedingly swkwars
as 2 unit of andlysis for some purpisys
since it does not always conform to
cenventiona) (amily and household concepts
{lrwin end Herriot, 1932), It {s possible
tnough, using infore.tfon documents ke
Fornt W-2 (for wiges), Forms N-2¢ {for
private pensions), and Forms 1099 (for
social security payments, dividend,
faterest, etc.), to develop approximete
financial  profiles of virtuslly o1
individusls aged 65 or older, (Major gaps
would exist, of course, for supplements]
security income recipients and reciplents of
veterans disability bonefits.) There does
not appesr to be much hope tn finferring
cnanges  in  1ifestyles directly from the
current  IRS  Information, although the
proposed  addition of  dependent  socla)
security nusders could lesd to resl progress
(Alvey and Scheuren, 1982).

Depending on  {ts extent, the cost of

. mintaining en IRS drte linkage system to study

aqiry rould de quite modest. Pudblic.use files

arn jocsible, but, as with the Socfal Security

and ialth  Care Financing Asministraticns,
strong outside support wuld be reeded.

Hations) Center for Healtn_ Ststisties --
Recent changes [STrken and sreenderg, 1903) ot
ths  Mational Center for Healtn Statistics
sutr st that the Center msy be assuming 2
Yoadina  renle  in  sponsoring  data  linkage

ERIC 103
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systems. Maturally a1 appropriately, the focus
of ti se systems will be oujte narrow, looking
almost solely at healtn concerns. The Natioma)
Hedlth Interview Survey (HIS), fnvolving about
40,000 housenolds ennually, appesrs to be the
Center’s wmafn survey vehicte for the approdch
§t {s plenning to tske. C(ontinued perfodic
matching to Medicere records seems planned (Cox
and Folsos, 1984) and, of course, the Kitionsl
Deasth Index can be expected to be fully
explofted (Patterson and 8ilgrad, 1985). Sti1)
other linkege efforts are undervay (¢.9.,
Jonnston, et al., 1938) which, taken together,
sugyest that fhe Center is pursuing a coherent,
fuliy {integrated approach, ooth smong fts
surveys and tovards needed vital record systems,

then the socie) security number ouestion wes
added to the HIS & few years ago, 1t was largely
for matching to the Kational Deatn Index. Grest
care initislly was given to securing {nformed
consent from respondents before oitsining the
information. This approach proved tedious snd
expensive. How the socisl  security number
ovestion s  simply asked without  much
explanation; and, oaly if recuested, dre ressons
glven for why tne information needs to be
obtsined (see Appendix C). Response rotes are
quite high, sbout 90%, and it Zppears thst the
HIS ®may constitute & major vehicle for o
successful data linkage aspproach to studying
aging. Concerns exist adout the reidenti-
ficotion probles, but exsctly how the Center
will deal with this factor is unclesr,

Buresu of the Census -- Historically, tne
Census Bureau has played a major role in feders)
dats linkage svstems Involving  surveys,
sometimes os the sdle sponsor {e.g., Znilders
and Hogan, 1984}, but often s & partner in
conducting o particuler study {e.g., o3 with
socisl Security, 8ixby, 1970). Much of this
work has focussed on the Current Population
Survey (Kilss end Scheuren 1978), Of more
proaise in future studies of 2ging his been the
development of the Survey of Income and Progrm
Participation (SIPP), which mas as one of fus
design e¢lements the notlon that dats linkages
would be sttempted, ot least to Soclel Security
tnforsation (Kesprzyk, 1983). SIPP, which mey
settle down to & sample size of adout 30,000
housenolds eanually, 1s certainly of sufficlent
size and scope  t0 ook ot miny geners]
demographic, finencisl and program relsted
questions concerning aging. The SSH reporting
rate is on the order of %0t: hence, the needed
resources to “perfect” the linksge (and the
amlys§s problems resulting from faulty or
incomplete  linkege)  smould  he  entirely
sansgeable. Ovarsampling 1s  possible  for
particular subgroups (e.g., those
older); however, unfortunately, SIPP, like the
#I1s, s confined to the noninstitutions)
population and for studies of the ‘very old it
nay not be suitable alone.

Two difffculties exist with SIpP that further
research mdy resolve, First is the extent to
which informed consent s being obtained when
the social security number s being secured

iPP*s spproagcn 1s similar to that in the HIS..
¢ Appendix 0}, Related to this corcern, of
course, s the extent to which -uch consent {s



e

Q

ERIC

Aruitoxt provided by Eic:

Internal Revenue Sarvice, pg. 3

felt to be needed. The secont {sswe, and one
that seeas exceedingly troublesose to the Census
Quresu, s the “reidentification” problem.
(Briefly statad, the reidentificetion prodlem {3
particularly ccute where linkige s concerned,
because the coaperating &gencies RIGAt Meve
enough dets on the linked file to refdentify
virtuelly a11 of the Individuals 1inked.}

The Centus Buresu acpesrs to be searching for
s solution that involves 4fther sfaply mt
relessing public-use files of linked dats or
relessing public-use files whera enly very
1inited linked dats Kave been provided and some
Xind of sasking technioue has been employed to
prevent reldentification. Given theset restric-
tiong, 1t must be said, thers seem to be redl
difficulties in concluding that thare are
sufficient benefits to outside wsers of
SIPP-based cats linkage system. Soms further
cosments on this dilemss and ways o general
resadrch progran could address (t are given
below.

Ceners) Issues Deserving Further Study

Further resesrtn is needed on & wide range of
dats  liaxege issues, dotn strwctursl and
technics). Four, {n particuler, stand out from
the rest and deserve special attantioa: etnfcel
and lega) concerns, pudlic perception auestions,
fisding solutions to the refdestificetion
problem, and finally, analysisy fsswes {a the
presance of matcning errors.

Eth.col concerns sucn s those raised by
Gastwirth (1936) seem to need & more specific
eRswer then they have been glven 3 far (e.9.,
as by Dalendus, 1583). Wnat might de done {5 to
obtain some dets directi; besri® on how
respondents sctually tAfrx adout dato liskage.
Yo could approsch tais in a way sisflsr to the
esrlfer study Dby the Comsittee on Neticaal
Statfstics concerning confidestislfty gusrantess
Committes on Matfona] Statistics, 1979),
Within the context of currest survey efforts {a
KIS and SIPP 1% mignt be extresely vsluable to
tnow how often respondents ask for clarification
before providing social security mmbers aad to
code the ceses accordingly so we cin look ot
differentis] refusel rotes, for example. Agsin,
exactly what is  seid (by respoadents ond
{atarviewers) typically when respondents do
a3x?  Legdl and procedurs] (ssues dound Mere,
too, For exasple, Mhow loag, evem assuming
informed cosent, cia the cConsest be treated os
birding? Socis) Security practices with out..de
resesrchers (whin tney obtain comtest to gaim
access to tndividus) records) 1s to trest e
coasent 83 binding potsstielly only once; thus,
reovests for iInformation on the ssee sudjects
MY reouire 8 renewal of the coasent. Signed
content agreements Jre 8130 recuired of cutside
researchers. SuCh 8 reouiremeat hes mever been
feposed, sy, {n Centus Bures. surveys, but
should 1t be? If 1t were, what would De the
costs of such ¢ prectice in {ntarriew time,
reduced response, and cco-eration geserslly?

fudlfc perception conierns deserve to be
exdmined in depth. To what extent sre wo
slready viclating trne pudlic’'s semse of the
socfal customs witnin wnich statisticiens ore
supposed to wors? Tne puntic opialon polling

¢ d

IRS

results reportad In Gomzalezr a0 " seurea (1565)
need to be followed 1L uoes ROt seem
defensidle simoly to speculate about whether
this or that approdch to dats 1imkage wuld e
acceptable to the pwblic, While we can mever
use opinfon POIIING to answer a1 the miny
specific {ssues thet eaist Mere, sach can be
done. Of particular {atersst miy de the exteat
to which the pwdlfc knows or gssumes S¥CR
linkeges take place now and for what purposes;
the perceived legitimacy of actual #nd peeceived
purposes; whether statutory or coatractw)
pronfbitions agaiast efforts et refdeatificetion
would e seen to de adecuate; and 30 OB,

We do not delfeve Nt an  entirely
satisfoctory  tecwical solution to  the_
reidentificetion problem {3 possidle; put &

ot dea]l more cem be done to allow for at
esst limited relesse of limed {nformation.
The work of Paass (1905) end Smith snd Scheuren
(1905a) 15 suggestive here, TRe 1ine of stteck
that appears sost promising s whist mignt be
termed o three-s process. First, “slice® the
dats w {ato small encuph DIts 3o thet eacn of
the “Dits® con de adecuatsly masked. (The date,
for example, might de divided ep {ate disjoiat
subsets and for eaCh sudset of observetions,
say, only 2 to 4 different items of admiai-
stretive data would De provided.) Second, if
the slices are chasen spprepristely, then ome
can "splice® back together the Complete gats set
using stacistical metchiag; dwt m 3 setting
where the cosventiomsl--amd w3udlly felse
conditions] --1ndepend wption e.9.,
Rodgers, 1984) does aot asve to de mede.
Finally, the musking step can 3dd “poise” t0 the
dats st e such & wey thet Certsis amlytic
results ere ¢ither {avarfaat wader the noise
transformetion er correction factors cea e
colculated end readily applied.

TMre are some  serfous losses {a  tais
approscn.  For exemple, the eoffective sample
siZe of the Timed GAtE (tews MRy heve Shruek
cotsidersbly. In &ny Cite more resssrch on this
grodlem {3 definitely werraated, (msyde even {f
coatrictua) and legal solutions turm owt to be
eventuslly gossisle), Eitaer way, pwdifc sccess
to the linked dats gets must be seem as & key
objective when such studies ore undertsken aad,
to the extant possidle, rolease prsctices snould
be as open as with any other dats set (Committee
on Metfonal Statistics, 1988).

Finally, 2 mumser of amlysis issues have deen
sentiondd  which deserve  further research,
especially In measuring setching errors and
4djusting the mitched results &ccordiagly. In
particular, we mied to find 2 way to e1Cape the
nistoricel dilesms trat the dissemination end
growts of ound theory and prectice Mave been
retarded by tie rceived uniousness of miny
11nkeg® prooleas (snd the customized sslutioas
this perception has led to), profound
adture of the comsom sease principles wpoa which
9ood practice {s bssed are ot widely enowgn
appreciated.  Insufficfent .’teation Mg bdees
pald to the amlysis {ssues in dats linkige
systews, perneps because 30 ewch creative energy
and finsnciel resowrces typically go fato the
linkage teps (Spith and Scheuren, 1020s). It
oty De too optimistic to suppose that thines sre
nou changing, byt thers Is s0m¢ evidence  (his

effrct in the success of the 10§ Ua.nincton
Statistical Soclety tiorkshop on Exact Fatching
ethe’olonfes (Xilss and Alvey, 16€), In any
cate, 1t "fs tine to stop treating retching as a
necessary but dirty tusiness, {soleted from
ather rerte of stetistice) theory and practice.
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National Cancer Institute

Vincent T. DeVita, Jr., M.D.

Statezent

Cancatr ie primarily z disszes of older people. Over 55 percent of newly
disgnosed cases and more than 60 percent of the deaths certified as due to
cancer arte in people over the age of 65. Thus, ee the population agas,

even if the risk of developing or dying from cancer does not increase, tha
absolute mumbar of cancer cases will incraase. Tharefors, it is of particular
importance to assese tha changes that are taking place in our pcrulation and
,tha effects that these chisages will have on the cancer burden.

We %nov that two forces are et work which will signuificantly zlter the cancer
exparience of tha United Stetes population, {in generel; the ceacer experience
of the elderly populstion, in particular. These forces are: (1) the shift
towards an older population; and {2) declining mortality from non-cancer
cuuses of deeth, particularly cardiovascular disease, which is axpected to
continue. Afr expacted outcomes of these changes is that there may be an
increased numbsr of cancer cases, in general, end possibly a ahift in tl:s
distribution of the types of cancer to those for which existing prevention,
early detection or treetment and care resources ere not readily available.

A major cancer control and prevention effort is undervay by the NHational
Cancer Institute. The goal of thie effort is to decrease the cancer mortality
rate by fifty percent by the Year 2000. We heva identified tha following
issues vhich need further clarification to assist us in our planning,

problem islenc'ificacion sad evelustion.

¢ Hore information needs to ba collectsd or concomitant medical problesms,
including multiple conditions present at death. The presence or
absence of chronic heslth problems affecte thes cancer diaguosis,
treatment, and rehabilitation decision—aaking by medical practitioners.

e MHore detailed information on the aged (not only ages 65+ but also
ages 75+); perhaps they should be over-sanpled periodically oo
national heslth surveys. MNote thst ths HANES has an upper cutoff at
age 75.

e Health statistice related to heslth system uauge ere important on a
sex-specific bssis since msedical problems are different for nsles
and females. PFor example, medical expenditures, hospital discharges,
length of stay, end chronic illnesses should be reported by gender.

e It would be helpful to have compilations of date from other developed
countries on hsalth conditions and heelth expenditures thet could be
used for comparisons with sim{lar data in the United States.

e The effect of eliminating or reducing specific causes of death and
thereby lengthening life expectancy on cancer incidence, survival,
and mortality rates.

Aruitoxt provided by Eic:
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The new demands that will ba placed on the medicsal care system
by changiag the risk fectors for multiple disecses.

Populstion projections and estinstes, taking fnto consideration
chsnging cause-spacific desth retes. For oxample, how do the
decreasing mortelity Tstes from hesrt disease affect populstion
estimates into the Yesr 2000 snd beyond?

Yesrs of potential life lost to deaths from specific causes and
how this will be expected to change as advances sre made in
treatment and preventica.

Studies nced to be made snd reports disseatinsted regan2ing the
ic q of chronic disesses among the elderly.

Adequate cost dets on cancer patients {s not readily availsble;
this is bacause cancer is a chronic disease, snd during s pstient’s
cancer lifetine tbe patieit may move, be trested by several
physicieas snd be seen in different {nstitutions. Currently, cos:s
sre presented ss aversge snnusl figures. It would be note useful
to have availsble costs per patfent throughout the pstient's total
cancer experience.
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Surmit Meeting on Aging-Related Statistics
May 2, 1986

Issues for Discussion

PR

- Subnftted by the Yatfonal Center for Health Statistics

. wWhat course are mortality and morbidity rate trends for the elderly likely
to fallow over the next several decades? Is active 1ife expectancy likely
to {ncrease as rapidly or more rapidly than total 1ife expectancy? what
can be done to postpone the onset of dependency? What are the regource
{mplications of alternative scenarios for the future?

While the depiction of the present situation remiins a major function of
the statistical system, future oriented questions such as the foregoing are
of doafnant {n.erest. Epidemfologic and health service aodels underlie
such prophetic endeavors. These models generally require transition
parameters, the probability, for example, of moving during a given time
from a state of functionsl {ndependence to a state of dependence. To
estimate such probabilities, longitudinal observations are required. We
need to track individuals from one situation to the next.

There are currently a number of prospective and a nusber of retrospective
surveys under way that provide inforsation on transition probabilftfes.
Howzver, there remain many gaps. If we had surveys following older
patients for perfods of time subsequent to hos.ital discharge, we would be
far better situated to assess tie {mpact of pmsg‘ective payment and
generally to model health and health care. Similarly, surveys following
cohorts of long-term care {nstitution first adsissions could provide the
types of information needed for formulating the provisidas of {njurance and
prospective payment schemes. While problems of personat privacy and survey
logistics make such surveys d:fficult, the potential payoff warrants the
developmental travafl.

The linkage of survey response with adainistrative records provides a
highly cost-effective approach to expanding our longitudinal data base.

For instance, linking health assessmeats from health examination surveys to
Kedicare records regarding the use of heslth services {ncreases our
knowledge of the course of certain medical conditicns and of their resource
{mplications. Similarly, anage of survey rzsponses to the National Death
Index contributes to the {dentification of factors related to disease risks
and prognosis. The facilitation of record 1inkage, while protecting
privacy and confidentiality, should be a key {nftiative. The current
obstacles to inforsation sharing may be more stringent than necessary.

The analysis of cause-of-death trends can be a productive epideamiologic
tool. As the proportion of cdeaths at advanced age increases, problems with
the current s{sten of cause-of-death cttributions become more apparant.
Many of the elderly are afflicted with a myltitude of conditions and the
attribution of the death to a particular sequence of diseass conditions eay
not be maximally {nstructive. Considerztion needs to be given to the
developrment of fmproved classificatory systems for the hedlth conditi-ns of
the elderly as they affect quality of 11fe and lead eventually to deach.

ErlC 10y
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¥eaory loss and related cognitive deficits tend to become more prevalent
with {ncreasing age. Such losses render prodlematic the precision of
survey responseés provided by some older people. It {s often difficult to
tell whether the responses of particular {ndividuals to certain types of
questions &re of adequate quality or whether it would be preferable to
ebtain the requisite information from-an Informant. It may well be
mofitsble to fnvest In methodological research irto the optimal procedures
for eliciting information from and about the elderly pepvlation,

Intense interdisciplinary collaboration {s critical tu the establishment,
mafntenance and appropriate exploftation of statisticel data systems
pertaining to the etderly. Expertis2 in gerfatrics and medical care must
be nelded with the social science and statistical orientstions of the
average survey professional. Health and functional limitations decome
dominant factors in the 1ives of many people at advanced ages and their
aeasurement {s an {mperative if our statictics are to {nfora public policy.
For instance, we cannof develop a sensit  long-term care policy «nless we
are measuring {nter-cohort ti.ads {n varivus types of urinary incontinence,
tendency to Jall, dependenc ¢4 various activities of dafly 1iving,
cognitive fopairments, etc. Intimate familfarity with elderly people and
the physiological, psychological, ard social bases of their prodlems s
essential to the appropriate design 3nd interpretation of such
Deasurements.

To this end, we shauld work to lower barriers between Federal statistical
agencies axd the scientifi~ commnity ir scholarly institutions, {ndustry
and community agancies. There is potentially far more krowledge of value
to-be gafned thrcugh the analysis of an agency's statistical output than
could poss:lly be extracted by {ts own staff. Only by making public use
data tares widely avaflable and encouragin? the{r analysis by non-
goverrzaentl® scientists can we reap the full be- »fits of our statistical
data compilation activities.
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Swject  Statement on Vital Issves Related to the Aged

.
[ To Cynthia 4., Tasuber
d

The National Center for * Ith Services Research and Health Care
Technology Assessment w&  afomed of the My 2 meeting last week. We
were not asked initially and orly learned yesterdey that 2 statement
regarding policy issues relatiig to the aging population would be
useful, Given the tine available, I thought 1t would be best to send a
brief overv’ che analytic plan for the 1987 National Medical
Expendilire 2y, This plan in presenting the general areas of
analysis al  gresents many of the public policy issues relevant to the
population over 65 years.

o

Dofid1d E, Goldstohe, M.D.
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National Medical Expenditure Survey

NMES sycceeds a series of notional medical expenditures surveys, most notably
the 1980 Nat{onal Medical Care Utilization and Expenditures Survey (NMCUES)
ard the 1977 National, Med{cal Care Expenditures Survey (NMCES). While the
data sets from these ‘surv, ys have ‘served health care policy makers and
analysts well, they will be Tong out of date by 1988, vhen the first analyses
from NMES dats will be available. The. 1980s have besn.and continue to be a
decade of far-reaching changes {n the struc’ure of the health care delivery
system and of private health insurance, in i he structure-and outreach of
Federal health care programs, and in .the demographfc camposition of the
country. How these changes affect the kinds and amounts of health care
Americans use, how they will pay for it, and the implications of further
changes in health care policy are questions that NMES data and the analyses
based on them will help to answer.

The 1987 NMES fs designed to meet the nation's needs for planning and
monitoring health expenditures and health insurance coverage. By extending
data collection to the institutionalized population, and by oversampling
population groups of particular policy interest, NMES will provide a more
complete picture of the health care utilization and »xpenditures of the United
States population, and of their insurance coverage, “han the 1977 NMCES and
the 1980 NMCUES. The resulting estimates will permit evaluating both the
overall impact and specific effects of current programs and legislative
proposals on cost and utilization across all sectors of the health care
delivery system.

The 1987 NMES will obtain data from a national probability sample of the
civilian noninstitutionalized population. The NMES sample (approximately
14,000 households) will include oversampling of groups of particular policy
interest: blacks, hispanics, the poor and near poor, the elderly, and persons
with functional limitations. The NMES Household Survey will be a year-long
panel collecting measures of health status, use of health care services,
expenditures and sources of payment, insurance coverage, employment, income
and assets, and demographic information. A particular focus will be
community-based long-term care. Household data will be supplemented by
surveys of medical and health insurance providers and by data from Medicare
administrative files.

An important feature of NMES will be an Institutional Papulation Camponent
(IPC), which will survey about 13,000 persons in nursi g homes, facilities for
the mentally retarded, and psychiatric hospitals ¢ 1 toilect data similar to
those for the noninstitutionalized househ * pur:lztion. The IPC universe
includes all persons in these Yong-tera < as..iutions for any part of
1987. IPC and household data will pros “2 tra first composite picture of the
nation's needs for long-term health car

With this institutional compoaent, the aslytic potential of NMES will
encompass national estimates of health services use, expenditures, and
insurance coverage for (1) the entire U.S. civilian population, including the
institutionalized; (2) the entire long-term care popnlation, whether residing
in institutions or in the comunity; and (3) institutionalized grougs of
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concern {persons in nursing homes, fn facfl{tfes for the mentally retarded,
and in psychiatric hospitals).

o
[ ]

NMES will be administered by the Healch Care Financing Administratfon (HCFA)
and the National Center for Health Services Research ?NCHSR). The Nat{onal
Center for Ncalth Statistics (NCHS) will assume a supporting role, providing
consultation and technical advice as avaflable resources pemit. HCFA's
primary concern 1s ut{l{zatfon and expenditure data for persons in the
Medicare and Medicaid populations. NCHSR, through the Divisioh of Intramural
Research, will use the data for policy research on key national health fssues,
including the effects of prcpocals to change patterns and levels of use and
expenditures and the structure of privite health insurancy and federal
financing programs. The NMES objectives of the Natfonal Institute of Mental
Health parallel those of HCFA and NCHSR and additfonally focus on patterns of
comunity versus irstitutional care of persons with and without mental {llness
and related reimbursement patterns. NMES will be used by the Indian Health
Service (INS) to ascertain all health care resources (IHS and non-IHS) being
ut{tized by American Indfans and Alaska Natfves, and to estimate assocfated
charges and sources of payment.

The data collection contract was zwarded in February 1986. The household
survey and IPC surveys will be carrfed out in calendar year 1987 and 1983, to
rafiect the experieace in 1987. The first published reports are expected in
June 1588. It 15 antictipated that the complete data set will pe avaflable for
analysis by 1989.

Q ,111
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NMES ANALYSIS PLAN

MMES {s unique fn the depth, breadth, and quality of the {nformatfon that will
be obtained on matters that have been or are 1fkely to be the focus of public
policy. In combination with secondary surveys of medical providers and health
fnsurers and with HCFA administrative records, it will provide national
estimates of health expenditures and the sources of payment for these
expenditures from a natfonal sample survey of persons in households and of
persons resfding fn long-term care facilities.

In contrast to {nformatfon avaflable from program statistics only, NMES will
thus permit comprehensive analyses of data on all public and private scurces
of financing and heaJth care coverage, including public programs, private
health {nsurance, and out-of-pocket payments by families and indfviduals. The
data base will, therefore, permit assessment of the multiple implications of
changes in public and private health care benefits, 1n methods of financing
both health care and 1nsuragce coverage, and in varfous public and private
subsfdfes, fncome tax exemptions, and employee compensation arrangements.

The NMES panel design of several rounds of interviewing over a full calendar
year makes 1t possible to detect the effect of changes in health status,
income, employment, and eligibility for public and private insurance coverage
on use of services and publfc and private expenditures for care. Because data
from WMES will be comparable to those from earlier surveys, it will be
possible to relate long-term trends to structural change and modifications of
public policy.

The analytical power of the data will be enhanced by oversampling groups of
particular health policy {nterest. Oversampling will permit detailed analyses
of the effects on the provision and financing of care of demographic changes,
such as the fncreasing proportion of the elderly in the populzetion.

The rest of this statesent describos NMES research foci in more detafl. Areas
of analysis are described under the major headings “Overview of Natfonal
Health Expenditures,” which refer to wide-ranging analyses of basfc national
health care financing {ssues, and “Private Health Insurance,® °*public
Financing Programs,” and “Long-Term Care," which represent more closely
defined sets of fssues of particular polfcy concern. Across these categories,
analyses will cover a varfety of population groups, such as the poor, the
elderly or the mentally retarded fn fnstftutions, as well as examine {ssues
that overlap categorfes, so as to provide a comprehensive picture of
populations and services of interest, relevant financing sources, and fssues
of general and specific policy concern. Also, the comprehensiveness and
flexibility of the NMES data base will permit analysts and ~olicy makers to
addrecs new polfcy {ssues which will undoubtedly emerge by :he end of this
decade and the beginning of the next.

(o 12
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OVERVIEW OF NATIONAL HEALTH EXPENDITURES

Because of {ts large and nationally representative sample, and the range and
detail of its data base, NMES can provide a full overview of national health
N care and h2alth expenditures. The data will be used to anulyze:

1. The composition and distribution of national health exnenditures with

2. Trends in the nature and distribu

tion of rational health expenditures in
the noninstitutionalized qulaﬂon. using data from 1977 an

. regard to

General patterns of health expenditures, types
of services consumed, sourcts of care, and
varfations in expenditures by {ndividuals and
familfes.

B

Sources of payment, including public programs’
such as Medicare, Medicaid, and CHAMPUS;
private {nsurance; and out-of-pccket payments.

Direct and {ndirect expenditures for episodes
of 1{llness related to relatively common
conditions such heart disease, diabetes, and
arthritis, ard, for the {nstitutionalized
elderly, Alzheimer's disease.

snalyze shitts fn the pattern of expenditures,

sources of care, and services consumed.

3. Determinants of the use of services and expenditures with regard to

O

-
“‘ »
:
i

V3

Socfal and demographic factors such as the
1ncreasin? number of elderly Amer{cans, and
;:hanges n employment, marital status, and
ncome.

Methods of financing health care and hsalth
{nsurance.

The avaflabfility, characteristics, and
organizational arrangements of both
{nstitutional and ambulatory care providers.
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The health habits, 1{fe styles, and bahavioral
patterns of individuals and fsmil{es.

Specific ulation $ whose health care use or expenditures are now
or can % expected E & of policy interest, especially the elderly,

with regard to

The relationship between levels of disabfi ly
and functional dependency fn the population 65
and older, the sociodemographic and economic
characteristics of this population, and their
use of and expenditures for health services.

~

The effects of the {ncreasing number and
proportion of elderly .in the population on the
Medicare program, (xpenditures for long-tarm
care, and the health system more generally.

PRIVATE HEALTH INSURANCE

A major feature of MMES will be the quantity and quality of {nformation on the
source, prosiums, and benefits of private health insurance in the Unfted
States. This {nformation will reflect the restructuring of private insurance
now occurring, such as self-insurance, the introduction of sultiple options,
and a redesign of benefits. The data will be used to analyze:

1. Enroliment and benef{t provisions with regard to

O

ERIC
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The number and characteristics of . persons
covered by single or multiple plans and changes
{n coverage during the year attributsble to
changes in employment and fn marital and
dependent status.

The number and characteristics of privately
insured {ndividuals and famfl{es who are also
eligible for Federal health benefits, such as
the elderly, veterans, and dependents of those
on active duty with the military.

114
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. The number, characteristics, and benefits of

x those with 1{ndividual or group coverage,

< commercial and nonprofit coverage, and coverage

: through health maintenance organizations or
other alternative delivery systems.

The number and characteristics of working and

' retired Medicare beneficisrfes who are 2lso
covered by employment-related and/or other
private health insurance. -

2. Trerds in the structure and financing of private health insurance for
Both the elderTy and the younger aduit populations, using data from the
1977 NACES to amalyze changes {in employer and employee premivm
contributions, in benefits and options avaflable from employers, and in
policy provisions. For the working.population, particular emphasis will
be given to analyses of how: changes 1in ‘employer presius ¢ontributions

. affect tie choice of health insurance benafits (f.e., high cr low cption

» plans, individual or family coverage).

3. Factors affecting the Erchaseﬁ clclngrehens{veness, cost, and continuity
of private insurance coverage with rega

Employee wage level, occupation, {ndustry,
collective bargaining, ard employment status.

o G egn v
<

Family structure, family income, and changes in
household composition and sarital status.

The overall design of esployee fringe benefits
and their treatment under the tax code.

The extent to which continuation and conversion
grovisions in private health insurance policies

faft the loss of coverage during perfods of
unemployment.

&, The effect of different benefit programs and insurance
rovisions on use of services, out-of-pocket payments,
and total expenditures for health care.

5. Existing or proposed public policies with regard to

mandatory or winfmum benefit requirements and taxation
of employer-paid premiuas.

, O ‘
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PUBLIC FIKANCING PROGRAMS -

A major feature of the 1977 and 1980 expenditure surveys was the data on
expenditures and use of sarvices under varfous public financing programs such
as Medfcare, Medicaid, CHAMPUS, and the Veterans Adsinfstration. NMES data
will bz even more valuable {n this regard because of the decfsion to include
the {nstitutionalized ulation and to oversampie partfcular groups of
beneficiaries. The following describes some of the general analysas with
regard to a1l public programs, and then more specific analyses of Medfcare and
Medicaid recfpfents.

1, General Analyses

a. The characteristics and behavior of the populations
eligible for each of the publfc programs, fncluding the
number, composition, use of services, and expendftures of
the population elfgible for benefits under Medicare,
Medfcaid, CHAMPUS/CHAMPYA, the Veterans Adminfstration,
and the Indian Health Service. These estimates will

" encompass all eligible persons, whether served by the
program or not, and a1l expenditures, whether covered by
the program or not.

b. Trends with respect to the number, composition, use, and
expenditures of persons eligible for pubifc prograes.

c. The f{mpact on expenditures and use of services and
sources of care that would result from new policy
fnitiatives. The flexible nature of the NMES data i1l
allow modeling of a variety of proposed changes {n
elfgibility requirements, benefft structure, and
reimbursement polfcfes.. Amon3 the policy fssues that
could be addressed are

Changes {n the structure of Medicare benefits,
including possible changes fn deductiblss and
coinsurance as well as chznges {n coverage for
catastrophic {11ness.

The {implicatfons of gradually {increasing the
age of Medicare eligibflity.

e - . »
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CHAMPUS copayments and benefits and their
effects, such a3 increased deductibles and
changes in benefits for dental care and for
catastrophic 111ness.

The implications of varfous alternative
e11gibi1{ty criteria for care n VA facilities.

d. The impact on expenditures and use of public programs of
changes in population structure such as an increase ir
the proportion of the elderly; in organfzational
arrangements such as alternatives to nursing home care;
and §n the structure of the health industry.

2. Medicaid

Both the 1977 NMCES and 1980 MMCUES provided important and unique data on
the behavior of the Med’caid population. HMES will perait even closer
analysis of this group because it will provide information on Medicaid
bcn?ficiaries who reside in institutions. The data will be used to
analyze:

a. The characteristics, use, and expenditures of all
Medicaid beneficiarfes {n the {nstitutionalized and
noninstitutfonalized populaticn with regard to
df fferences between  the {nstitutionalized and
nonfnstitutionalized and their relative {mpact on the
amount and composition of Medicaid expenditures,

N including changes in eligibility status over the course
of the year.

b. The interrelationships between Medicaid and Medicare
coverage for the poor elderly and those in nursing hoxes,

¢. Eligibility for the medically needy category, and spend-
down of personal and family assets.

d. Analyzing how proposed changes in Kedicare or Medicaid
might affect coverage, costs, and use §- the other
programs, such as CHAMPUS or YA facilities.

CERIC Gy d17
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3. Medicare

1

WMES will provise {nformation oun the character{stics of Medicare
enrollees, supglemantary privete {nsurance, and expenses not re{mbursed
by Medicare that s uiuvailable from payment and anrollment records. It
will be used for analyses o7 re{mbursement of HMOs for care rendered to
Medicare benef{ciar’ss bised cn the adjusted averaje par capita cost for
Wedicare enrollees ‘.~ uiy. Tht current factors in the AAPCC have been
used since 1975 and are bajed on Zthe Current WNedicare Survey,
disconttnued after 1977.

WES will provide the first opportunfty since the CMS to update the
weighting of the AAPCC factors, since NMES will obtain data for both
inst{tutional{zed and noninstitutfonalized populatfons. The data will be
used to analyze the cost and adequacy of privity {asurance supplements to
Med{care, and the extensicn of esployer-sporisored private plans to
retirees with regard to

Trends {n access to care, usual source of carv,
patterns of use of {nstitutfomal and
noninst{tutional services, and total
expenditures {n relatfon to payment by Medicare
and other sources.

Patterns of use and expenditures for hezlth
care services of perscas covered by both
Medicare and Medicaid {n comparison with
Medicare enrollees ot covered by Medicaid.
This group 1s of {nterest because they are
disproportionately Yikely to be
{nst{tutfonal{zed and hence disproport{onatcly
expensive to care for.

LONG-TERM CARE

The Recipients of Long-Term Care

In contrast to earlier expenditure surveys, HMES will contain an
{fnstitutional long-term care component perwitt{iny compar{son between
{nstitutionalized and community-based long-term care services. The
{nstitutional component will also be population based: {nformatfon will
be obtained on a sample of residents in nursing humes, psychfatric
hospttals, and facilities fcr the mentally retarded. These datz will
complement those from the household sample, where stratificatfon on
functional 1{mftat{on will yfeld sufficfent nucbers to analyze community-
based services. Together, these data will be used to analyze:

118
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0 a. The nusber, characteristics, use and expenditures of the
N entire population that {s functionaily {mpaired and/or
: TeCeiving Zwﬁqggiiﬂl care, Including
v 5 D -
e The population fa rach type of facility by
H sociodemographic. and economic characteristics,
é. length of stay, and functfonal health status.
+ v : [
H The population receiving services 1{n the
community.

The 1ikelihood of adsission to nursing homes b{
age, population characteristics, functiona
health status, and coverage by private
{nsurance or public programs such as Medicare
and Medicaid.

Patterns of nursing home utilization, Including
readnission from acute care hospitals or other
nursing facilities.

b. The range of services used by the {nstitutionalized
< population with regard to

The relationship Letween the use of services
and age, functional health status, length of
stay, and source of payment.

Expenditures and sources of payment (including
out-of-pocket and private {insurance) for all
services to the {nstitutionalized, {including
care by physicians and hospitals outside the
{nstitution,

¢. Differences between nursing home and community-based
R popuiations with regard to

Use of physician and acute hospital services.

The {mpact of charges in federal and state
Nedicaid policy on institutional and community-
based care and expenditures.

ERIC )
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The consequences of Medicare prospective
payment on the use of nursing homes, and on
commun{ ty-based support systems and
expend{ tures.

The burden of financing the care of
{institutionalized opersons and how the
distribution of this burden would change as
policfes such as subsidies to encourage use of
comunity-based care are used to discourage
{nstitutional{zation.

The effects on institutionaiization of changes
in federal and state Medicaid policies.

2. Persons in Facilities for the Mentally Retarded

Of particular concern to the Health Care Financing Administration {s the
rapid growth of Medicaid expenditures for persons in facilities for the
mentally retarded. NMES will provide the following information and
estimates:

3. The number and characteristics of residents {n facilities
for the mentally reta~ded, 1{r luding Jevels of
retardation and functi-nal status, facility
characteristics such as tvps of ownership, size, and
certification.

b. The nature of treatmen) being provided, wmethod of
placemsent, and all sourcez of payment for medical and
custodial care.

€. The charges for providing care in facilities for the
mentally retarded and the nature and source of varfations
between facilfties.

d. Expenditures for di-ect patient care and the use of
services by facility and patfent characteristics, in
particular with regard to

Personal health  expenditures, including
physician, hospftal, and rehabil{tation
services and drugs not included in facflity
reimbursement.

ERIC
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Factors responsible for the {ncrease {n
expenditures and use of services by the

Medicaid populaticn residing {n facflities for
the mentally retarded.
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Natfonsl Caantar for Nursing Research
Ioterest in Aging-Rslated Ststistics

" The Xatfocal Center for Nuraiog Ressarch (NCNR), suthorized undst the Health

Research Extension Act of 1985, was established for the ccoduct, support, and
dissamtvation of fnformaticn relsted to besfc ead clin cof nutsiag tesssrch,
training, aod other programe in patiant care research. Ths mission of the
Center {s droad and {s further described in this lagislation as concarned yith
the prevention of dfseasa, health promotion, and the oursing caras of
ind{viduals end the families of {odividuals wvith scute and chroafc fllnessss.

The tnterests of tha XCfR {n aging-ralated statistics are couprebensive sad
inclade not ooly besic demographic end vital stetfstics on the distribuzion
eod charactsristics of the elderiy population but also dats vhich reflect the
ecouomic, soclal, physical aod psychologicel vell-being of oldar persoos.

-
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N National Fye Inststute, NIH NEL
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LCONOMIC AND EPIDEMIOLOGIC INFORMATION ON EYE DISEASES
: Economic Information (Specific for Typee of Eye Disease)
Work days lost because of eye related conditions
: Occupational changes required

Custodisl care requirements and costs

fncome tax losses due to blindness

How much do people spend for eye care

What 4o they spend this money for

Costs for eye care treatments to permit analyses of impact of clinical trials
Netermination of eypenditures by public for treatments whose efficacy has

not been demonstrated

Epidemiologic Information (Specific for Types of Eye Disease)

Incidence and prevalence of eye diseases

Prevalence of eye disesses in nursing home residents

Prevalence of varying degrees of visual impairment

Incidence of complications (short and long-term) associated with 1ew

drugs, devices, and surgical pricedures

ERIC
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Subject: Statistics on Aging: Vital Policy Issues

From: National Heert, Lung, end Blood Institute

1.
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Aruitoxt provided by Eic:

Estinates indicate thet the number and the proportion of Americans over age
65 will increase markedly in the future. Accurete information on

" mortality, morbidity and disability from cerdiovascular and chronic

obatructive pulmonsry disesss is easentiel for zeeauring the magnitude of
the problem, determining the need for preventive end therapeutic services
end evaluating their impact. Attention should be given to izproving the
quality of readily available sources of data including deeth certificates
and hoapitsl discherge records. .
Statistica on the elderly reveal substantial differences in cardiovascular
and pulmdnary diseese rates between men and women, blacks and whites, high
and low soc .o-economic groupa and ragidents of different places within the
United States. Explanations for ¢hese differences probebly include
differences in incidence end severity of disease and differences in the
quality and availability of medical cars. Statistics are needed to
quantify mo precisely risk factor levels, pravaience, incidence znd
aeverity of disease in the population end disability and case fatality
rates in affected paraons.

It {s difficulf to seperate trands in mortality over time and associations
betwean mortality end aging, unlesa deta are preasnted by year of birth
(cohort rates) es wall as by year of death. Current petterna in the
old-old may not apply in the future since gucceedine generationa have lived
through very different experiences. Predictions for the future would be
enhanced if cohort diia were available.

Attention must be given to competing causes of death in order to appreciate
trenda snd predictions for cardiovaacular and pulmonary iisessea ard for
life expectaucy.

The racial composition of the U.S. populacion is changing as a result of
inmigretion end differancea in reproductive patterns. Statistics will be
neaded to ahotr how these and other demographic changes effect mortality,
morbidity and disability among the elderly.
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The National Institute on Aging was established by Congressional
mandate in 1974 for “the conduct and support of biomedical, social,
and behavioral research and training related to the aging procese
and the diseases and other-special problems and needs of the
eldérly”. Within the tripartite bicmadical/social/behavioral
legislative mandate of the Institute, two of its constituent units
have primary concern with Faderal statistics on the elderly: the
extramural Behavicral Sciences Research Program (BSR), and the

B intramural Epideniology, Dcnographz and Biometry Program (EDB).

- The BSR Program supports xesearcl, training -and database develop-

s ment across a wide range of disciplines including demography,
-ociology, epidemiol , economics, and:psychology. Important
priorities within BSR include such -areas as productivity in the
middle and later years, the impact of the changing age composition

R of the elderly, econcmic well being of the elderly, the effacts of

= gender on health and longevity, health and effective functioning,

research methods, and the Oldest 0ld (those age 85 and cver -- an

Institute wide congressionally mandated priority). Providing

. adequate data rescurces for the extramural scientific-research

, community is an-important-BSR. function, and BSR supports a data

IS archival canter at the University qf Michigan (see appendix), and
through interagency or cocperative agreements (see appandix) also
contracts with other agencies in order to develop datzbases such as
the International Database on Aging (Bureau of the Cansus) and the
Linked ILongitudinal Study on Aging (National Center for Health
Statistics).

b4
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The intramural EDB program collects and analyses data in the areas
of epidenmiology, demography, and diometry. Major studies undexway
include the NHANES I (National Health Examination Study) follow-up,
the Framingham Dementia Study, the Macroeconowic-demographic model,
the Last Days of Life Study, and tha EPESE lcngitudinal studies

- (Established Populations for Epidemiological Studies on the
Elderly) in four communities.

1. The appropriate sarple size, sample design, and age break
reporting are generally inadecite within major federal surveys
that are especially relevant .o the elderly bopulation.

Nationally representative surveys such as the National Health
Interview Survaey (NHIS), The National Medicare Expenditure Survey
(NMES ), the Survey on Incomoe and Program Participatien (SIPP), and
the Current Population Survey (CPS) often end up with inadequate
numbers for many types of analyses of the oldest oid (those age 85
and over). The CPS sanple of the oldest old is too small to ba

?;-. Q ‘ ;J' wd i.
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usad to produce reliable and reasonably precise estinates of the
trands in poverty within important subgroups of this age yroup (for
example, there are only N=421 men 85¢ In the survey). In the NHIS,
for example, the sampl design results in a couparatively vast
collsction of .data.on the healthy middle aged and a sparse dataset
on the elderly population which has the heaviest burden of morbidi-
ty and disability, and xraceives.a large fraction of all transfer
paymants. This saspling design artifact stems in part from the use
of a CPS-based Bureau 6f the Cénsus. sampling frame that is oriented
tovard coverage 6f the libor force population. At the very least,
considsration should ba.given to the use of supplementary sazmples
of thé slderly from zuch.adwinigtrative files as Socfal Security
Adninistration. . Dot :

r

L »

The rumored reductions in sample sixe in, for example, SIPP and the
NHIS will exacerbate an already severs problem, The SIPP panel
size, for example, was N=518 for those 85+ in 1984, N=372 1985,
and is 1ikely to be reduced to N=319 in 1986 (the corresponding
nunbers for males 85+ are N=149, N=106, and N=90).

The old old and the cldast old are often invisible because data is
often reported only for those 65+. Tho practice of, reporting
statistics for the elderly as a whole cbscures the very real
heterogeneity in wealth, function and iieed within the elderly
population. While more data is being reported b{ subgroups of the
elderly, considerably more effort needs to be paid to this proklam.

Coverage of the elderly population is often incomplete hecause
household. surveys dc not include information on the elderly living,
in institutions, and sometines do not adequately include the
elderly living in cartain quasi-institutional 1living arrangements
within the coamunity. '

Action possibilities:

As a general zrinciplo, given the sxpenss of major Federal surveys,
Federal Agencies should coordinate activities in order to support
data gathering activities that serve multiple interests. Agencies
=ight: explore co-funding surveys and piggybacking oppcztunities.

Attention should be Given to increasing the sample size through
changas in the sample dasign (e.g. oversaxpling elderly households,
changing the within-housshold selection algorithm, and sampling
from administrative records such as Madicare Files toc augment the
househcld sample). .

If cutbacks in sample size are needed becausa of budgetary con-
straints, then consideration should be given to the proposition
that‘_tho reductions should not be proportional across all age
bres¥=.

Agancy heads should require justifications for not repsrting data
relevant to the entire elderly population by 5 year aye intervals.
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2, The quality of data on the elderly is often poor.

A number of problems have Yresulted in the data on especially the
oldest old being of suspect- quality. For example, recent
NIA-funded studies at the Bureau of the Census hava found that the
nuiber of centenarians is more likely closer to 16,000 than to the
32,000 -actually -enu—erated (wvhile an NIA funded grant project
estirated the 1likely Lumber to be-between 10,000 and 16,000). Such
major Inaccuracies can play havoc-with‘the calculation of, for
instance, the mortality rate dtﬁthat’gioup «<-depending ipon the
census number used; ~ths “true" mortality rate yould-be understated
by about*half, The problexs stem riot only*from inadéquate editing
and ailocation problems but alsc from problems. inherent in inter-
vieuing individuals with cognitive ard hearing deficits, and from
obtaining reliable information from groxios and administrative
records. Special interviewing techniques are probably needed to
obtain reliable and valid information (such as medical histories)
from ths elderly with cognitive or sensory impairments.

y

Federal Agencies might collaborate in the development of improved
techniques' for interviewing the old with sensory ard cognitive
impairments. ¥or example, there might Se increased coordination
among NCHS which is considotini setting up a cognitiva lab ¢o
improve the quality of survey intsrview data, NIA which has called
for mathodological studies that will lead to improved data on the
oldest old collected though interviews, proxies, and administrative
records, and the Bureau of the Census vhich is preparing for the
1990 Census. -

3. Thern is a great nsed for 1) comprehensive, and 2) longitudinal
data ou the elderly population.

Co-morbidity is a salient feature of the elderly, and especially
the oldest old, population., Rates of institutionalization, for
exanple, are depandant upon multiple factors including functioning,
specific disorders, financial status, housing characteristics, and
available social resources. - Many survays have in depth information
on a single area but are weak on other important topics. The CPS,
for exampls, collects detailed information on -income, but not on
wealth or functioning, The Ametrican Housing Survey, rich on
housing conditions, collects virtuelly no information on' the
functional disabilities of ths occupants.

The answers to many important questions, such as the determinants
of poverty ameng the oldest old and minority elderly, require
longitudinal data in order to understand the dynamics of the
different paths into poverty. Epidemiclogical studias that search
for earlier life antecedants of chronic diseases that are prevalent
anong the eldarly, such as the dementias, could be aided by life-
long records of medical, residential and work histories. There are

.
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al. 0 many surveys and epidemioclogical studies, gome quite ol4,
which are not now slated for follow up, but which ecould provide
valuable longitudinal data on the elderly.

Action possibilities: ’ .

Agencies could cooperate in pPiggy-backing modules on each other's
surveys, ’

Survey results from cross-sectional surveys such as the NHIS, the
Anerican Housing Survey (AHS), or CPS could be used as the sampling
frame for subgequent studies -~ this might involve revision of
Title-13 Privacy Act legislation or changes in OMB regulations.

Enhanced ocpportunities for linking to, or sampling from, adminis-
trative recoras (such as Medicare Files, Social Security adminis-
tration earnings'records, etc:j-should be explored as this could

greatly expand the comprehensiveness and longitudinal dimension of
survey cata. ’ .

Possibilities-for followifg up surveys or studies that are not now
slated for follow up should be identified (“md information nesded
for following individuals should be routinely included in relevant
surveys). The longitudinal study on Aging (LSOA) in which NIA is
funding the NCHS and Bureau of the Census to follow up the elderly
from the 1984 NHIS Supplement on Aging and link the file to the
+Hational Death Index and Medicare Records is an example study.

les of otlier stilaies that could provide enormously useful data
at very low marginal cost if 2ollowed up ificlude~the-‘ational
Nursing Home Admissior cohort, the Nationai Leng Term Survey, and
the Retirement History Survey.- Considetation 'should be given to
funding such studies through the grant mechanism (including cooper-
atiz: agreenents) rather than sclely through interagency agree:
nents.

¥ bove s

Increasing use should be made of long running’longitudinal studies
designed to study a single disease (e.g. the Honolulu Heart Study,
the North Kareiia Study, etc.) for &ging studies (the Framingham
Heart Study "spin-offs® into the Framingham Disability and Dementia
Studies are good examples of this possibility).

Data gaps that might need interagency coordination, such as the
prevalence of cancer survivors, or the life or active life expec~-

tancy of those with chronic impairments, should be identified and
f£illed.

4. Many Agencies do not fully analyse the data they collect and are
slow to make it available to ocutside researchers.

There are nurercus examples of data sats that have been made avail-
able to the extramural community c-ly after long delays (e.g., the

4
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surveys by the Bureau of Labor on private pensions and by NCHSR on
medical expanditures). Further, while many Agencies do release
data to the NTIS, the data sets are not well supported and are
difficult to uase. .

Action possibilities: '

¥Where confidentiality is the major barrier Agencies might copy the
NIA-Census arrangement under which outside investigators apply for
F32 and F33.NRSA fellowships in order to spend a year working in a
collaborative arrangement within thg agency. The IPA mechanism
could ‘be used.to aliow scientists fxom, e.g., NCHS ‘oxr HCFA to Join
the NIA EDBP Pro to work on data from the .{stablished Popula-
tion Epidemiclogical Studies of the Elderly (EPESE) .

Agencies might reduce their servicing load by helping the NIA
support the National Archive of Computerized Data on Aging at the
University of Michigan, Ann Arbor. NIA might co-sponsor data user
workshops with other agencies.

Intramural databases useful for aging research (e.g., the
Frauingham based studies would be useful for the NIA Forecasting
RFA) could be made available to the extramural community.

: ’ ~ 0y

5. There is a nee& for increased co-ordination of data gathering
and data analysis functions for_ the elderly population. .

The current NAS Panel on Health Statistics for an Aging Population
is considering the need for. the increase” need for the coordination
of statistical policy, data-gathering and analysis of data on the
elderly and will most likely =zccommsnd increased co-ordination.

OMB has not preformed this task adequately. ¥hile there are a
nunber of possible agencies/committces that might be able to
perfora certain aspects of ‘this-task, all have a significant number
of linitations. For example, AOA currently does not have the
personnel for the task: the Federal Forum on Aging can help on the
informal level, but is not appropriate for formal coordination; the
Federal InterAgency Coxmittes is not suitable as presently
constituted; -the Bureau of the Census does not have adequate
expertise in the arax of health and vital statistics, and NIA does
not have the personnal time that would be needed to perform these
tasks.

While the attractions of increased coordination are most evident
(decreased duplication and cost, incraased output, atc.), there are
alsc a number of possible drawbacks, not the least of which are
xmore unproductive committee hours, everyone wanting their "angle"
in and thus destroying the integrity of an interview, adding to the
cunbersoneness of the approval process in a time when rapid action
near the end of a fiscal year is often necessary, and the lack of
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represaentation of tie extramural scientific ¢ .aunity which often
does the most in-depth and sophisticated anr sses of the data.

Action possitilities:
Agencies suck as NCHS and the Bureau of the Censis that are in-

volved in major data collection or analysis on the elderly popula-
tion should se™ up offices on aging to cocrdinate these functions.
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Agencies ghould give consideration to publishing an annual or
biannual report on the data on the elderly to alert a) policy
makers to developing trends and data gaps, and b) extramural
scientists to new data sources (the NIA is funding the Bureau of
the Census and the NCHS to produce such reports).

TN e,

If a coordinating group is established, consideration should be
given to the representation of extramural scientists (e.g., through
the National Academy), and avoiding unwieidy nurbers and proce-
dures.

: 6. The need for increased research and training in the demography
and epidenmiology of aging, as well as for crocs national research.

¥any contributions of social science such as sampling methodology,
survey methodology and the methods for the analysis of complex
longitudinal datz .ets are ignored when social science resear:h is
criticized as soft or trivial. fThere is a goworful interdependence’
between Federal data on the elderly population and demographic and
epideniclogical. For exanple, social, economic, and medical
dsuography, ard what might be called population epidenioclogy, are
alil interlinked, and are all heavily dependent upon Federal data.

On tle other hand, Federal Agencies depind upon these and other
disciplines for assistance in developing surveys and appropriate

. methodologies for analyzing the data. The pool of trained re-

. searchers in these areas is too small for current needs.

While some disciplines are content-blind, it is simply not realis-
tic to assume that, for example, demographers trained in the area
of fertility research can be adequately sensitive to the spscial
problems of rerzearch on the alderly.

Cross-national demographic and epidemiclogical research is probably
an orphan in today's fundiny environment. Yet, this sitiation
ignores the value in discovering, for example, major geographic
variations among the elderly in discase specific mortality, morbia-
ity, and functioning.

Action possibility: ’

Adoption of a resolution or sense of tha nesting in support of the
need for additional damographic and epidenmioclogical training in

. 63-532 0-86 - 5
S .
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aging research and training to be sent to council, Director NIH,
and appropriate Congressional contacts.

Agencies should increase collaboration in order to develop
cross-national data sets. For example, the NCHS should join the
NIA/Bureau of the Census effort in creating an, International
database on aging. ' :

other agencies should identify research neads (methodological or
substantive) and where appropriate, KIA should take the lead in
developing and funding the research, cooperativaely if possible.
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APPENDICES
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Through a grant to the University of Michigan, the NIA Behavioral
Sciances Program supports the Na donz1 Archive for Computerized
Data on 2ging (NACDA), which provides survey data on aging to
researchery Jround the world for secondary tnalyses. 3ince the
collection of amwa, especially large national longitudinal surveys,
is expensive, the NIA has encouraged the sharing of data sets. No
single investigator or group of investigators can completly mine -
such data. Consequently, making the data available to other
researchers greatly 'increases the cost-effectiveness of research,

mmmm_nmummw,

1

Project Name: Internationzl Database on Aging (Interagency
<. Agreanent with the Bureau of the Census)

This agresment’ provides. funds to the Bursau of, the Census to
develop an International Database of Aging. 7The Database will
include dexographic, social, and aeconcmic information on foreign
populations tabulated by ‘age. . A pupliq,u1o.duta~tagu;pt the
Database has’hesn relcased to the sélentific community and for
archiving at the National Archive of Computerized Data on aging;
and a monograph on the datibass will be prepared in FY 1986.

L « .

Project Hame: 1980 Census Tahulations A and B finturuquncy
Agreenent with.the Bureau of the Cansus)

7
This agreement.provides tuﬁdl to the Bureau of ths Census to.,
prepare -pucialxtdbulaQionsband_pub;ic use tapes on the 1980
Census. The tabulations will ba done by Zive~year age intervals
and will he deposited 1n the Maticnal Archive of Coxputerized Data
on Aging. Tabulation h will ke on Sunnary Tape rile Number 5,
vhile Tabulation B will be on the full Census file and will include

tabulations suggested by researchers in the community.

Project Name: Pvaluation of the Quality of 1930 .Cansus pata on the
rldexly (Intsragency Agreement with the Bureau of
the Census)

O ":.E‘l I.
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This agreament provides funds to ths Bureau of the Census to
evaluate the quality of the data on the elderly. The study makes
use of the special post Census enumeration survey.

e Project Name: Longitudinal Study on Aging -~ the "LSOA"
. (Interagency Agresment with the National Center
for Health Statistics)™ :

S ey o rRe Sy

Y e

3
A sumple of respondents-fron tlie 1984 Health Intexview Survey's
Supplenent on Aging will be reintervievwsd in 1986. The sample will
consist of all’those oveél age 80 plus, and one-hplf of those aged
70-79:' The reinterview will provide information: on changes in
functional status, residence and living arrangements. The tracking
of the mortality experienca of the Supplement on Aging through the
National Death Index will be ccordinated with ths linked data file
that will be developed. Atteapts will also be made to link \
Nedicare files from HCFA to this database. The data files'will be
deposited at the National Archive of Computerized bata on Aging.

e

R

R

. - T e

Project Name: Mortality Yollowback of the 1984 HIS Supplament on
Aging Respondents (Interagency Agreement with the
National- Center for Health Sta¥istics) .

o

This agreement provides funds to track the motftality axperiance
Ro:vccn g?s& and 1989° of respondents to the 1984 HIS ‘Supplenent on
W ging. : - . ; .

CTHep TFX RALT ke
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Project Name: NCHS Data Tape on the Elderly (Interagency Aéroenont
vi;h ;hg Nationn}_q?nt-r for Health Statistics)

. This agreexment provides funds to-the National Canter for Heal*a
Statistics to prepare a special public use data tape on the zlderly
population. Ths -dsta tape will: combine coxe health items from 1969
5 - to the present frow' the various NCHS survays including the NHIS.

I The data will be arranged so that synthetic cchort surveys are

4. possible. Where necessary, data will be pooled across Years to
allow for five~year age breaks. The data files will be depositsd
at the Meticnal® Archive of -Computerized Data on Aging.

: Project Kame: Health Mezsurss for the Panel Study of Incons
Dynanics (Interagsncy Agreszent with the National
gclance Foundation)
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Thie agreement providee gartial funding for the 1986 wave of the
PSID (University of Michigan), epecifically for the addition of a
ten-minute zegmant to the interview of the heade-of-houeshold and
ogocill~25—’inut‘ interview of thaeir spousee. The resulting data
will be mads evailable to intra- and extra-mural ecientiets through
the National Archive of Coaputerized Data on Aging.

Panding Interagency Agreements

Project Name: roreign born elderly

The Bureau of the Census will prepare a epecial data tape of
detailed tabulatione (with five year 2ge breaks where possible) of
the foreign born oldorl{ in the 1980 Census. The data tape will be
archived at the University of Michigan HACDA.

Project Naze: Bureau of the Census Annual Data Report on the
Elderly.

The Bureau of the Censue will prepaze an annual report on data on
the elderly. The report to be about 20 payie will abstract the
most recent data on the elderly population in a number of areas.
Every year the Report will highlight one topic for special
coverage.

Project Name: NCHS Biannual Report on the Health and vital
Statistice of the Elderly.

The NCHS will prepare a report on the most recent data on the
health of the elderly and their mortality and divorce statistics.

Sslected Epidemiolony, Demographv and Biometry Proiscts

Title: Prollcwup of National Health and Nutrition Examination
survey I (NHANES 1)

The purposs of thie project is to design and complete a followup of
pareons exanined in the HANES @ to etudy how factors previously

measured relats to the healtd conditions that have developed since
the survey. The three major areas for prediction of ocutccme are

1) nutrition 2) risk factore for chronic diescase and 3) health caze
utilization. The survey will have a household interview including
self-reporting of health conditione, utilization of health servicas
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and bebavioral and social status plus some physical nmeasurements as
blood pressure, height, and weight.

Title: Established Populations for Epidemiologic Studies of the
¥1d%siy (EPESE).~ Yale University, University of Iowa, Harvard
Uriversity, Duke Univarsity

Th'e purpose of this project is to conduct epidemiologic
inrestigations in a coxmunity to develop new knowledge concerning
the medicsl and social factors in health and diseases of the aged.
stusies are to be completed on problems of pain, vision, hearing,
sleesp, drug use, constipation, social support and other pertinent
areas.

Title: Senile Dementia: Natural History in a Noninstitutionalized
Population

The objective of this study is to describe the course of general
health and cognitive decline in a group of SDAT victims and
controls.

, Title: Déawenting Illnesses in the Praninghan Heart Study

Objective: Current- funding supports the continuing
neuropsychologicsl and neurological evaluations of all study
participants suspected 6f dementia, the gathering of information
related to the diagnosis of dementia from family members of °
possible cases, data managing, and statistical analysis related to
the information generated by these examinations and interviews, and
coordination of the dexentia/aging disability components of the
study.

Title: Survey of the Last Days of Lifs

The purpose of this project is to collsct descriptive data on the
last days of life for a community sample of persons age 65 and
older whose deaths occurred in a one-year period. 1n addition to
providin? spacific data on basic events and circumstances
surrounding death, tha study will provide lifetime prevalence data
for a set of conditions related to, but not necessarily causing
death. The nev Xnowledge gained fron this study will be extrenely
valuable in relieving tl.e bvrden of anxiety on family, friends of
the dying person, and to providers of carse.

-~
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Title: Updating and Revising the Macroecononic-Danmogr iphic Model

The chbjective is to update and revise the MDM. This will involve
both ra-estimation and other revisions to the egquations and
structure of the model in orclar to update the model from newvly
avsilable data and from insvitutional changss in Federal programs.
The end result will be an updated new base case for the computer
sinulation model that can be used for analysis of policy change and

population sging. This vork ahall be consistent with the ongoing
zodeling,
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DEPARTMENT OF HEALTH & HUMAN SERVICES Netonsl lnstitutes of Hesith

Nemorandum

April 21, 1986

Directcr, NICHD

“Vital Few" Yssuse cn Aging-Releted Stetistics
Meeting - May 2, 1986

Te Pranklin Williame, M.D.
Dirsctor, NIA

Tvo 1ssuse of major importence to NICHD ressarch programs sre sncozpassed

by this conference on sging stetistics. mentsl raterdeton in the
elderly, end ellocation of rescurce’ to the slderly in zoeparison to
chil iren by familiee end governme-...

There i some evidence that the mentelly reterded as & group are living
longer. This gives rise to the need for information on thie group over
the 1ife course. becauss it is & emall group, only & very lerge
sanple vill yield enough casse to support rassarch. Hietoricelly,
mental retardation resssrch has_focused on the populstion under sge

21, The oumber of reported meatelly retardsd persons declines

sfter achool age and tracking of thess psrsons diminishes as they

pass out of school surveillance. It is generslly underetood thet

the number of older mentally reterded end developmentally disebled
parsons has grown progressively as & result of increassd longev' -

and population size. Rough sstimstes put this populetion st between
200,000 and 500,000 persons in the United States. Statistics on the
aged MXDD population cre difficult to schieve for lack of sccepted
unifora defipition. Supplemental Sociel Security (SST) filaee

should provice a ox=bo’‘om setinate. Vitel iseues for the aging
mentelly reterded include guardianship, insuradbility, and provision
for health care.

From s demogrephic perepent  we are interssted in hov the
generations interect with «.c anothar to solve dependency problens.
We ere intercsted {n how public programe znd privete institutions,
such a3 the family, operste to el' )cste resources among the ege—
relsted dependency groups, 1.e. ™ aged and childran. Wes ere
interested in both soci” conomi. cate and heslth-releted dats thet
partain to how well ic..vidusls in succeseive generstions ere
nurtured. F._. che etandpoint of NICHD, we ere primarily interested
in Jow well children sre doing se & major dependancy group in
comparison to the sged. Thersfois, sate of parellsl statistics
need to be developed to sffect the compsrieons. Furtharmors, we

srs interested not only in how well public programs gllocate
Fesources to meet the needs of these two major dspendency groups,
but also hov fanilies make their deciei~ns a3 to resource sllocstion.
We belisve that this is one of the most imporient public policy
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Page 2 ~ T. Fresklio Willises, M,D., Director, NIA

issues fecing the Federel Governwent in the eighties. The essence of the
research problem raelly reduces to resesrch among the variois age groups with

P to key of soct dc wellbeing, health, and-husan
develop and ¥ h on the 4 diff(rent generations make in
each other. Whet fs iohibiting meeningful resestck fa ¢ perallel gst of
statistics that would sccurately enable us to compere the wellbeicg of the
aged vith the wellbeirs of children, and dats oo public end privete fovestments
io human resources ecrose the life course.

Duane Alexander, M.D.

cc: Mr. Joho G. Kcane
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Statement of the National Institute on Alcohol
Abuse and Alcoholism on Aging Related Issues
and Research Needs®

« o oF -

Until very recently, little attention “as been focused on alcohol
problems in the older population. According to tradition and the
resu. *s Of the few svailable research findings from both the United
Stater. and abroad, drinking tends to begin in the teeus, peak in the
young “adult years, decrease sosewhat in the middle years and decline
sharply in old age. While this may be a true reflection of reality, a
number of alternative explanations may account for or contribute to this
apparent late-life-consumption declifie. As examples, many chronic
alcoholics do not survive into old age but die prematurely of some
alcohol-related cause inclvding oar accidents, cirrhosis of the liver,
cardiovascular problems, etc, While these chronic consusers are
ivcluded in the nuabers/proportions of younger groups, they may not be
alive to contribute to the count of older drinkers. The majority of the
older population and also the majority of the nation's abstainers are
older women. Clearly they also contribute to this apparent decline in
consumption.

Most available studies comparing alcohol consumption across age groups
are of a cross-sectional rather than a longitudinal nature; and
gerontologists have learned well how invalid the rasults of cross-
sectiona} studies can be for examining trends in the older population.
Further, wost studies have incltued the elderly as a peripheral part
rather than a primary focus, Hany measurement tools constructed and
appropriate for the general population may likely yield invalid findings
when used with the elderly. The aging systes is considerably more
sensitive to alcohol than is that of younger generations. Given the
same amount of alcohol and all other factors being equal (i.e., body
weight), an older person will experience Breater effects than will his
younger counterpart. Ceneral population instruments, such as those
peasuring quantity/frequency, when used with the older population may
therefore underestimate the incidence and prevalence of late life
consumption. In view of these and other potential confounds, it is not
unreasonable to question our axisting data on older people and alcohol.

Current estimates are that between 2 and 10 percent of the older
population have alcohol-related problems. Even if these estirates were
accurate, this is approximately the same prevalence as that of the

®yhile the Institute acknowledges the cxistence of critical aging-
related issues of a more general nature, this statement addresses only
‘hose related specifically to alcohol and aging.
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general population, and a large absolute number Of older persons. With
the projeoted increase in size and longevity of the oldser population,.
and with-the lack of a Prohibitionist oulture and vslue system during
their deyelopmental years, it is reasonable to expeot that tomorrow’s
cohort '6f elderly will consist of a much greater number and proportion
Of users and abusers. The social aoceptance of female drinking also

. should: be .reflected+in tomorrow's numbers.

Because 3> little inforastion currently exists on elderly aleohol abuse;
there is a oritiocal need to colleot data on a vast array of topios

through well designed elderly-appropriate studies and instrumonts. The
following are only a few of the critioal issues that need inveatigation.

An important first step is to gather basic datz on drinking patters over
a lifetime through well designed longitudinal rather tban only crosc-
sectional studies. From sucb a data base a number of important issues
could be examined including: .

-~ A more realistic measure of the incidence and prevalence of
alcohol abuse ir older people;

. - Whether alcohol consumption does in fact taper off signifioantly
‘ 1) old age;

- Wuether incidence and prevalence differ with various demographic
variables such as sex, marital status, living arrangements, SES,
ol bealth status, race, culture, ethnicity, educational level, age
: (young-old vs. old-c:d), number, quality, proximity and frequency
B of contact with confidants comprising an older person's support
network, eto.; and,

- Whether late 1lil'e heavy or problem drinking can be predicted by
drinking patterns in younger years.

d Determining what factor or cluster of factors may maka an older
individual at high-risk for aloohol problems clearly is a crucial issue
for investigation. Some have suggested that various critical life
events such as retirement or loss of spouse may precipitate alcohol

* problems. Examining data on drinking patterns pre and post such life
ovents may provide insight into risk factors and lay the groundwork for
more specific investigation. .

The literaturs refers repeatedly to two basic categories of older

problem drinkers: those of early onset (chronics) and those of late

onset (often oalled reactive drinkers). Early onset refers to those who
exhibited heavy or problem drinking at young ages and contigued,
internittently or continuously, throughout their lives. Those of lats

onset supposedly began problem drinking in old age presumably as a

reaction to ons or more of the life stresses more frequent in the later

than younger years such as loss of job, income, spouse, health,
oebility, residence, sooial status, support network, sooletally defined
beauty, eto. Despite their wide use and acceptance, these constructs

ERIC . 140
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@ have not been verified empirioally. We need to determine whethar these

g‘ two categories of late 1ife abuse actuelly do exist and if a person who

o did not customarily ohoose alcohol s a ooping mechanism in his/her

younger years would in faot readily adopt alcohol as a coping device in
the later years. < i

Mortality rates of elderly problem drinkers may be even more enigmatic
than those of youngcr generations. Far too often alcohol caused/related
deaths are reported as anything but that. Cardiac arrest and liver
dysfunction are two prime examples. While the organ may in fact fail,
alcohol is seldom reported as a causal or oontrituting factor.
Physicians and coroners alike need to include alcohol abuse in death
records when it is indeed appropriate; and more realistic estimates of
old age mortality rates associated with alcohol are clearly needed.
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An especially critical problem is the n.n- or misdiagnosis of late life
alcoholism. Because of similar symptoms suoh as irritability, mood
swings, confusion, forgetfulness, memory and cognitive impairment, etc.,
alcohol problems can easily be confused with other conditions such as
depression, malnutrition, overnmedication or drug interaction, and
Alzheimers Disease. Perhaps of particular concern is the misdiagnosis
of alcoholism as Alzheimers Disease. This Institute has had numerous
calls from various parts of the country from peopls, especially mental
health professionals, who suspect and are concerned that many older
persons who have been institutionalized with a diagnosis of Alzheimers
Disease may instead be in advanced stages of alcoho .sm. The latter, an
initially treatable condition, if diagnosed as Alzheimers and left
untreated, oan in faot result in permanent irreversible brain damage.
There is a great need to obtain accurate estimates on alcohol-related
misdiagnosis and treatment racility/program misplacement of older
persons.

)

H

Informal observations and anecdotal information suggest that
maccidental™ or "inadvertent® alcohol Problems may develop in residents
of retirement centers. Speculation suggescs that this phenomenon may
result from the increase in freyuency of the types of social uwccasions
at which these residents customarily engaged in social drinking during
their preretirement years. As an example, in «ny one day, especially at
the more exclusive retirement communities, a resident may participate in
a brunch, lunch, bridge or golf game, happy hour, dinner, party, etc.

If the residents had been acoustomed throughout their lives tc engaging
in social drinking during such ocoasions, they may well continue this
trend into their retirement years. The increased frequency of such
activities, partioularly in retirement centets with a stroag emphasis on
recreational and leisure activities, could result in an older resident's
drinking - evon minimal amounts - steadily throughout the day. In
short, it is important to determine whether retirement center residents
tend tu consume more alcohol than do other eldecly, or then they
therselves did prior to relocating to the retirement community.

Another living environment important for study is low income con.regate

housing. Staff of publio housing facilities frequently report exceasive
alrohol consumption among their resicents. This is not to imply a

) o
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causal relationship between problem drinking and public housing, but
merely to assert the need tO determine for whom and where late life
alechol proh}ags exist so that gntervention and prevention efforts can
ensue.

Another crucial area for investigation pertains to the interactive
effects of alcohol and drugs (prescription and over-the-counter)
including cough syrups which are often overlooked. The interactive
effects of alecohol and only one drug can, at minimum, increase the
potency of both and at worst, result in death. Since most older
individuals consume approximately four different medications, the risk
of alcohol/drug interacticn is-great. Even obtaining data on their
awareness of such potential health and life-threatening problems would
be a valuable ccn;ributiog.

The National IoStitute on Alcohol Abuse ard Alcoholism Division of
Biometry arnd Epidemiology (PBE) is currently studying late life drinking
patterns by analyzing the data from the National Health and Nutrition
Examinatic, T Rpidemiologic Followup Study (NHEFS). This study,
conducted from 1382-198h, was a longitudinal followup of 14,407
individuals 25 to 74 ysars of age who participated in the National
Health and Nutrztion‘Exaninatidp Survey (NHANES I) during the years
1971-1974, Since both the initial and followup studies contained
aleohol questions and since the followup study selectively oversampled
the elderly, this ¢ata base lends itself well to examination of
alcohol-related issues in the elderly. DBE is currently examining
patterns of alcohol use, associated heaith probléms and mortalily among
the members of the cohort age 55 and older at the time of the initial
examination. In the future, the Divisfon plans to continue to
participate in the Eridemiologic Followup Study which is an ongoing,
continuous followup of the elderly portion of the initial study group,
as well as periodic followur of the entire study group.

In addition, the National Instfitute on Alcohol Abuse and Alcoholism is
ensouraging researchers in the fisld to submit applications rolated to
alcohol and aging. One of the Instftute’s National Research Centers is
focused on aging and alcohol which was desighated as a priority in the
respective announcement.

In November 1983, the National Institute on Alcohol Abuse and Alcoholism
together with the ¥ational Institute on Aging sponsored a najor forum on
alcohol and aging which included the discussion of relevant data from
the NIMH Epidemiological Catchment Area Studies. Vhile these various
efforts are significant, there remains a great need to gather aiditional
data On a nusber of unanswered oritical questions pertaining to alcohol
and the elderly.
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Dots  Aprt] 30, 1986

I

; . From  yational Instituts of Arthritis and Musculoskelstal and Skin Dissasss (NIANS)
3

& .

b Suiect gegristics oo Aglog: Vitsl Policy Lssues

?".’; o "

N To  Director, Maticnsl Institute on Agicg .

¥ Dirsctor, Buresu of the Census

& : )

P The majority of Americans affscted withiarthritis and musculoskelstal

: dieorders ‘are alderly. The principal forms afflicting tliem sts ostso—
‘“ erttritis (or degrnerative joint dissess), rheumatoid erthritis and

' ostsoporosis., In the NHANES I survey, physicisn-verified evidencs of
ostecarthritis and rheumato’d erthritis wers found in 76 prrcent of
wales end 83 percent of femsles sged 65 through 74 wxasined. Morsover,

& an ‘atinsted 90 Pércent of white women agéd 75 snd older havs moderste

"}‘ or severs osteoporosis of the dorso~lumbar spine ss dsmonstrsted by

o x~r8y exssinstion. . %

(R The majority of skin dieesses ers mors prevalent in the older age groups.

i Thess include conditions such as aevere dry skin end the dsvelopmeat of

* naoplastic lesions, According tc date from the NHANES I, spprouimately
cae~third of the nation's adult population hsve & skin disssss eigniffcant

[N ancugh to' wsrrent examinstion snd trestment by s darsatologist.

With few excepticns, srthritis, musculoskeletal disorders and many of the
skin diseases are of the chronic debilitsting fora, of genarslly unknown
etiology, for which long-range mrnig and dery ‘prsvention ‘in
some are the main forss of medicel int fon, C q ly, 1t is
axtremely importent that providars of cara end planners of ssrvicss be
updated on the composition aasd ststus of the affacted populations.

By

R

Ostecarthritis ie fragently viewed by buth many patisnte end heslth care
providers o8 en inevitadble ‘snd relentlass consequenca of aging. This
sleinterpretstion of the disesse can lead to needless suffering ss the
alderly victim fefls to scak“or receive trestment which say rslievs
aymptoms, control diseass, end pravent deforaity snd disability.

With respect to skin disorders, NHANES date suggest that many individusls,
parciculary in the older age groups, do not seak prompt or eppropriets
care for certein conditions that becose or may become malignsnt. Thaese
conditions may be gssociated vith sun exp « This exp has been
much greater for individusls born eince World Wsr II; this is likeiy to
becoms an evan grester prodles in the decades to come.
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The nerly created ¥etional Instituts of Arthritis and Meecwlosksletsl
and Skin Discases (WIAMS) was leglelatively established in November 1385.
Congress ssndated, through that lsgislaticu, the astablishement of an
NIAMS Dats Systam “for the collsction, storasa, asalysis, retrieval, and
diessmination of data derived from patient populsticss with arthritis and
musculoskeletal end skin disessas. This ficludes, where posaibdle, dats
involving general populations for the purpoes of detection of individoals

with the risk of daveloping arthritis sed musculeskelstal 48d ekin diseases.”

The extramural NIAMS prograsm supports epidemiology vessarch, training end
datebese develupment for the erthritie ud -ueaoouhul prograas, The
skin disesses program s in the p {iag {ts.first vegistry.
The NIAMS Xpidemiology and Dete lyau- h'ogxu hac evphasized the develop~
ment of data Tesources for the extrsmural sciestific research comsmity.
Hany of thess sctivities on date developmsat hawe deen cerried-ost ia con-
structive collaboration with the NIA {ntrsmural Xpidemiology, Duognptv
ood Biometry progras. The NIAMS is particularly concaraed with t

following dats resource iesues!

1o It eppesrs thst major faderal scyvess have generally wmdsrssmplad the
sore physically disabled. The use of age cap+, osission of {ndividusls
who vers uncble or lass willing to ~ommuta to awsy-from—hoes screening
sites snd the axclusion of fnstitutionalized i{ndividusls hawva made it
axtremsly difficult for favesti to e the overall burden of
arthritis, musculoskeletal snd lkh diesases in various subgro-ve.

2. Very 1ittle population-based Loqimunl date cirrently exist for
srthritis, musculoskslatal or skin disesses. CQurrently, thers is no
wajor date source vhere the same joint x~ray on the sase indiviluals
nsy be exasdined st sore thea one poist f+ time,

3. Mo date sources currently exist to monitor the poreidly changing
incidence of disessss, such as rheusstlold srthritis, in vericus
population sucents.

<o Disesss definitions themsslves seed to be refineds Conditfons occurrirg
as 8 “naturel coccomitaan. of eging” need to be differentistea from
functional snd pathologic charges charscterised as disecse utates.

S. Dete soucces ars nesded to sxanine sociologicsl fectors assocleted

with health care for arthrftis sod skia disesses in the elderly ss
they pertein to sntry into the medical csre systes.
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DEPARTMENT OF HEALTH & HUMAN SERVICES Public Hesity Sernce

Nationg! insttutes 2 Neaiy
Bethesaa, Maryland 20205
Budding 31

Room 2039

0 496 3571

Apil 15, 1986

T. Franklfn ¥{11{ams, M.D.
Director

Natfonal Institute on Ag.ng
Natfonal Institutes of Health
Buflding 31, Room 202
Bethesda, Maryland 20892

Dear Or. W111{amss

Thank you for your Yetter on the upcaming Summfit Meeting on Aging-Related
Statistics. The coordination of data needs and opportunities {s essantfal
fn many fields, and aging fs a good place to start.

From our Institute's pdrapectivd, dats on the oral health status of the
senfor cit{r.ns are of prieary import. The results of our current Adult
Oral haalth Survey shoald provide us with an {nitfal perspective on this
ssue for those elderly who freguent senfor centars. However, the
comparable data on the-genéral hedlth status of thege citizens, and the
oral health 4dd general health status of all the subgroups of elderly, fis
necessary. In additfon, data on the utflfzatfon cf health care services
(including dentistry}, and expenditures for these services {including
source of payments] by senfor citizens fn all subgroups would be extremely
ussful. Finally, {aformaticn on the type, number and distribution of
appropriate manpower would be critical for the planning of appropriate
ressarch. A copy of the {ssues statesent sent to Dr. Keane {3 enclosed.

1 have »'.q D7, Cushanka Y. Klefrman, Specfal Assfstant to the Assocfate
Dfrector for Progrim Coordination; Epfdemfology and Oral Diseass Preven-
tion Programs and Cr. L. Jackson (Jack) Brown, Acting Chief, Planning and
Evaluatfon Section, Office v. Flanning, Evaluation .and Comsynications, to
assist me at the May 2 meeting. W{th the -u‘ltitudo of organfzations
favolved fn collection aging-related statistics, ft will be extemely
useful to discuad aupropriate coordinatfon mechanisas.

Sincerely yours,

locacs Loe

Harald Loe, 0.0.S., Dr. Odont.
Director
Natfonal Inst{tute of Dental Research

Enclosure
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Mationa) Institute of Dantal Research
Issues Regarding the Aged

The interest of the Natfonal Inst{tute of Dental Research (NIDR) 1n {ssues
regarding the aged {s particularly woll documented {n th; attached research
agenda, a produst of & collaborative effort beatween the Natfonal Institute
.on Agi-;- the Veterans Administration and the NIDR. This agenda specified
research recommendations {n six major areas: epidemiologic studies;
{nvestigations of bral tissues 1n aging; characterization of oral.health in
relation to general health; pursuit of the attitudes and behaviors affecting
oral health; studies of ut{lizatfion of home care and hoalth services; and
research on clinfcal decision-making and treatment efficacy. In addition
to thess areas, the three organizations are interested in the availability
ot trained ressarch manpower and educators who could address the

recommendations that have been proposed.

Selected "key™ data needs {ssues facing the NIDR {n implementing this
agenda vhich aging-related statistics can help address follow. These
{ssues most 1ikely are similar to those or cir sister agencies. Data are
needed on:

o the oral health status of elderly in all subgroups: such as the fratl,
{astitutionalized, otc.

o the numbsr a~d sccio-economic and ganaral health characteristics of
the alderly in d‘fferant sutgr.ups, suct as tho frail,
fnstitutionalized, ote,

o e socic-sconomic characteristics of those elderly who use dental
services and on thoze who do not. Also, how do the madical care
soeking behav’crs oF *h . elderly compare to the dental ut{l{zation

behaviors.
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Natfonal Institute of Dental Researct

o the type of services received and frequency of dental visits by the
~derly.
o the dental cars expenditures, both out-of-pockot and third party, of

those elderly utilizing dantal services. How do thsse expenditures

" compars to those for medical care services.

o the type, number and distribution of dental manpower pro.iding care to
the elderly.
o the type, rumbor and distribution of dental educators toaaching

geriatric dentistry.
o the type, number and distribution of dental clinical scientists and

geriatric researchers c.pable of addrensing tho research agenda.
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o Yiews of the Natfonal! Institute of pfabetes and
Digestive and Kidney Dfseases on
Aging-Related Statistics

. The responsibility of the Natfonal Institute of Diapetes and Digestive and
Kidney Diseases (NIDDX) s to conduct and support research {nto the et{-
ology, pathogenesis, treatsent,cure; and preventfon’of a number of
diseases that affect oyr Nation's elderly populatfon. Many ‘of the diseases
under the purview of ‘the MIDDK have the greatest prevalence and fmpact on
the aged. "These inclyde Type II diabetes, chronic ‘renal faflure, end-stage
renal ‘disease, benign prostatic hypertrophy, cholet{thiasis, diverticu-
Tosis, obesity, asteoporosis, et¢. . S '

> PY

These diseases and conditions do riot cinvey extensive mortality as recorded
1n the Unfted Stateﬁg;gta! statistics system. However, we are convinced
that they do create excessive morbi 1ty, ‘disabi1ity, and health care costs,
and placé an undue ‘psyck.logic and economic burden off-the elderly. Doc-
umentatfon of these fmpact measures jas been 1{mited. In additfon, Lar
knowledge of risk factors for these diseases and our understanding of their
natural history {s {nadequate making strategfes for {ntervention oy
prevention difficult, 1f not {mpossible, to pian.

It 1s for these reasons that the NIDDK would be eager to collaborate with
other agencies {n a program to develop a fuli understanding of the nature,
scope, and {mpact of these diseases on the elderly, and an understanding of
the effect of 1{fe style, public policy and other factors on the {ncidence
and prevalence of thase diseases. -

For example, our long term Tongftudinal study of the Pfma Indfans in
Artzona has revealed a 50 percent {ncrease *:, the fncidence of Type 11
diabetes {n that population over the last 10 years. This hus resulted in
an {ncreasing incidence of end-stage renal disease {n that populatfon, and
in addition to {ncreasing the morbidity and mortalfty among the Pimas, this
has created escalating health care del{ivery problems compaunding pre-
ex{sting problems,

What s not clear {s the cause of this fncressad fncfdence {n diabetes.
Presumably the genetic predisposftion to diabetes has not changed over the
last decade, and the underlying causes must be sought {n the environment,
1ife style, socfo-economic status or some other extraneous factor.

It {s fmpressive that a metabolic and genetic disease 1{ke diabetes can be
so sens{tive to extraneous and "soft* factors such as 1ife style, but this
is very likely the case. Furthermore, this leads us to the conclusfon that
the nore that {s known about a gfven ~opulatfon, the more 1ikely we will be
able to {dentify those factors which govern the expression of latent
chronic diseases. This fs no less true for the growing aged populatfon.
Correlatfons between changes {n the demographics and behaviors among the
aged and the {ncidence and prevalence of disease will continue to be
essential for the {dentificztfon of populatfons "“at ar at risk and the
design of effective disease prevention strategfes.
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The go‘licy {mplications of these considerations are many: e.g., an attewpt
should be made to design.large pdpulation studies and census studies in
gara’]'lefl 1n order-to build comparable data systems. Comparability could be
-based - on cozmon data elesents sespecially {in demographics. Attention should
ilso be paid to the fschnology used €o collect and store data with an
effort to make data ‘accetsible. Census data should {nclude relevant -
{nformation about life style and other identifiable factors which have been

", {mplicated.in the incidence and prevalence.of disease.

The implementation, of such policies would raquive a great deal of staff
time and energy, but the result of even a modest effort would be ta enhance
our mutual understanding of available data. The NIDIK {s ready to offer
the relevant expertise {n {ts disease aress in the design of future

~studies.
_%,\

Plerre F. Renault, M.D.
Acting Director, NIDDK
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Summit Heeting on Aging Related Statistics
May 2, 1986
Issucs for Discussion

Submitted by the National Institute of Mental Health

~n this brief outline, the authors have emphasized data questions that
shoul. be of concern £~ future aged.cohorts. For a preview, paychiatric
disease disgnoses nsed to be included along with the medical diseases. In
addition mental hesalth services and drug prescribing need to be included
along with the reapective general medical services. Finally, costs of
care-both direct and lndirect, need to ba assessed. Interagency
collaboration on the gaps to be filled and analyses to be undertaken

is an axciting opportunity. We look forward to the “next steps” and your
responses on the below issues.

DIAGNOSTIC ISSUES

1. What will bo psychiatric discase rates in futurs aged cohorts?
Psychiatric disease can nov be assessed using reliasble measures based on
the third edition of the Diagnostic and Statistical Hanual of Mental
Disorders (DSM-III). Considecation should be given to quantifying the
frequency of specific psychiatric discases azong the elderly. The recent
Epidemiologic Catchment Area Surveys showed that psychiatric disease can
nov be aszessed in the communi y and nursing home elderly. Future surveys
can use the same instrument to measura psychiatric disrasec.

2. How many elderly will be suffering with both psychiatric and medical
disease? Recognizing the potential impact of psychiatric disease on
medical disease and physical on psychiatric, future efforts need to
include both types of disease measures. Study designs need to be able to
assess changes in disease status and include the risk factors assocaated
vith the development of the disease. In mental illness etiology, risk
factors could include: the lack.of social supports, oultiple personsl
strésses and chronic medical illness.

3. What wvill be the extent of cognitive impairment? Studies asscssing
the elderly need to include the most sensitive cognitive impairament
screening instrumsent. The older the age group, the more important to
include such a screening instrument. The screen is not only useful for
~stimating the extent of cognitive impairment among the elderly, but also
can he useful in determining where a proxy informant is neceassary,

A relsted issue is to assess the ability of the general medical sector to
diagnosc dementis. Unless the present low rates of recognition are
improved, the identificatiiun of an effective treatment for senile
dementia may be of 1ittle benefit.
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SERVICES ISSUES

1. What will be the extent of mental health services used by the elderly
living in the community? What will be the extent of mental health
services used by those in general medical settings? Future surveys should
not only include the services, but if possible, be able to assess impacts
of these services on health services and costs of care. Since primary
care clinicians provide many of the mental health services delivered,
comparisons of outcomes should be made for those services delivered by
primary care and specialty mental health providers.

2. What will be the future costs ot health and mental health services?
In an era of cost contuinment and reduction it will be important to
evaluate the economic benefit of specific treatment modalities. Not only
<hould the direct costs of care be evaluated, but also the indirect costs
« d quality of care. A treatment that reduces direct costs bit increases
either indirect costs or quality of care needs to be further examined as
to its actual value in reducing costs.

3. Who will be receiving psychotropic medicativuns? These medications are
frequently prescribea by primary care providers but frequently given
without a mental health indication. Future surveys should include the
drug dosage, regimen and length of time prescribed. In addition the
survey should ciarify the specialty of the drug prescriber.

4, What will be the extent of mental illness and mental services used

in nursing homes? A very large gap exists in the lack of studies
including reliable psychiatric disease metsures; thus, an importart step
will be to reliably assess psychiatric disease in nursing homes
populations, Then the use of mental health services needs to be
determined. Eventually study designs should enable anlysing the impact of
mental health service on mortality, future medical hospitalization and
general medical costs.

5. What will be the elderly'’'s future rates of use of public vs private

mental health services? Civen the increasing concern about the delivery
of services in proprieiary settings, it will be important to see if the

elderly are receiving less, more or the same levels of services in both

types of settings. Not only should the 2lderly’'s rates of admission and
services received be assessed, but also the costs and qualaty of care.
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SOCIAL SECURITY ADMINISTRATION

Issues for Summit Heeting .

To what extent will older workers continue working a year or two longer
after the turn of the century when the Social Security retirement age
is raised to 66 and then to 677

What will happen to the ability of older workers to continue working?

The increase in the retirement age was enacted largely to bring long-ternm
costs in line with long-term income. It may have been hoped by some
that active work lives will be extended by increasing longevity,

in the future, thus making {t easfer for future retires to adapt

to the higher retirement age. However, when SSA staff looked at

recent trends in the health status of older workers as part of a
Congressionally mandated study of the effects of raising the retirement
age, they found that the recent i{mprovements in life expectancy had

not been translated into equivalent improvements i{in the work ability
of older persons. We want to improve measures of health status as

they relate to the ability to work. We are concerned about the extent
to which the apparent lack of improvement in health status i{s real

or whether, for example, it is the result of increased access to
medical care making individuals more avare of health limitations.

We also are very much interested in whether the apparent recent trends
will continue in the future. Will continued {mprove ents in medical
care, the living and work environments, and healthier lifestyles
translate {nto extension, on average, of active work lives?

What will happen to the willingness of the aged population to continue
working?

1. Desire to stop, unlikely to decline.

2. Will financial ability to r~otire, improve or decline?

What is likely to be the future occupational mix; what proportion

of the labor force will be in physically demanding jobs? What is
the effect of the aging process on the ability to perform physically
demanding jobs?

SSA's Retirement Age Study made some rough estinates of the future
occupational mix and of the proportion of older workers likely to

be {n physically demanding Jobs in the years 2000 and 2020. The
long lead time before the change in the retirement age begins to
become effective (in the year 2000) gives us a chance to refine those
estimates, however. To fully understand the implications of the
change in the retirecent age, we also need to know more about the
relationship between the aging process and the ability to perform
physically demanding jobs. To what eatent will working longer represent
a hardship for those in physically demanding joba? (e.g., how much
more difficult is f{t the the average 65 or 67 year-old worker to
regularly 1i{ft 25 pound weights or stand for extended periods of

tioe than for the average 62 year-old worker?) Also, what will se
the zental and emotional demands of future jobs?




p
L. Social Security Administration-2
%,1~ ==  To what extent may employers encourage older workers to continue

LA working?

gl

.. # To some extent. current retirement patterns reflect current availability
{tgfl of large numbers of younger workers. But as the age structure of

;’ - the work force changes in the future, to what extent may exmployers

Ko remove .disincentives or offer incentives such as core flexible work

T, arrangements to éncourage their olde. and more experienced workers

KN to stay in their Jobs?

S

2. To what extent will retirees in the future rely on Social Security and
to what extent on other income snurces?

-~  What will be the level of financial resources of new retirees in
- the future?

If the resources of the new retiree after the year 2000 were no great:.
than today's and if Social Security benefits were claimed at the

same ages as the present, the change in the normal retirement age

would result in a reduction in annual income of about 7 percent.

But we need to know more about what tomorrow’'s resources will look
like. For example, we know that today's new retizeces eater retirement
with greater assets than their parents. Will their children, zlso?

To answer that Question we need longitudinal data on the asset holdings
of praretirement age cohorrs. We need to know, for example, whether
IRA's represent new savings or simply shifts in the form of investzents
being held. We also need to track trends in pension coverage and
vesting. And how will pension systems react to the change in the
retirement age? Will they fi1l1 the gap between the time worcers

quit working and the tizme they claim Social Security benefits? Or

will they, too, increase the age ac which pensions are payable?

-+  What happens to the amounts and kinds of income of retirees as they
age?

Cross-sectional data indicate that reliance on Social Security benefits
{s greater among older beneficiaries than among younger ones. However,
we do not now have good data that show what happens to amcun®s and
xinds of income for a given age group as it becomes older. Againm,
there are {ndications that new retirees are better off than their
predecessors, but what will happen to their income sources as they

age? Will their assets and peusions keep pace with inflation? To

what exteat will older persons spend their assets in order to maintain
their income levels? Currently it appears that people continue to

saye even in retirement. SSA {s planting r~ c.interview respondents

in its New Beneficiary Survey (who first ceceived Socia) Security
benefits in 1980-81), and that survey will provide many of tke ansvers
being sought. Longitudinal data also will help to answer these questions.
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Social Security Administration-3

3. Is it posaible to develop definitions of such concepts ss disablad, physically
or mentally impaired, vnable to work, and handicapped that would be used
in common scroas the U.S. government s well as in the Internstionsl community.

With the fmplementation of the higher retirement age for full Social Security
benefits, we sre concerned about older workers wvhose heslth status limits
their ability to work bet who gre got sufficiently diaabled to qualify
for Social Security disability benefits. We slso are concerned gbout
* the size of the population that ia sufficiently disabled to meet the teat
of dissbility fn our disability program and thus potentislly eligible
for it. Further, it would be most helpful to be sble to make internstional
« comparisons sbout the proportion of .the populstion in various countries
that are potencislly elfgible for dissbility or invalidity penaioms.
Thus, it would be moat helpful from our perspective £f dats gsthering
efforts such ss the U.S. Census gud the Health Interview Survey, for exsuple,
vere to ask comparable queations about the extent and expected durstion
of dissbility and about whether health status limits or prevents s person
from parforeing any job, his or her’ ususl job, and/or housework, for example,
To go a atep further, it would then be helpful {f ve could develop standard
nomenclature. At SSA, for example, we don't conaider a ‘person "disabled"”
unless he or she has a severe impairment that is expected to last at least
& year and preventsa the person from performing substantial work of any
sort that exists in the economy.

El

o 154
ERIC

Aruitoxt provided by Eic:

i

“e
“~
-



¥

o7
p2A

=y
by h

[E

R e R
%

VETERAN'S ADMINISTRATION

Aging-Related Statistics
vital Issues: The VA Perspective

The following information areas have been identified by Veterans
Administration officials as having significaat potential for
benefit from interagency cooperation in data collection:

1. Statistics on the functional status of the elderly
ulation. Functional status measures (activities of daily
lgvinqi need tc be refined and broadened to more fully capture
meaningful changes in elderly individuals' functional capability

over time. ‘In addition, standardization of measures across
federal agencies would allow for meaningful comparisons of
populations across .programs, geographic regions, age groups,
health and social service utilization patterns, etc. This
information, particularly if incorporated into the census and
made available by small geographic areas, would ba enormously
useful to health and social service planners.

2. Statistics on supply of services to g%e elderly. VA planners
would find it useful to have a comprehensive inventory or
database of institutional (including "board and care" homes) and
non-institutional sources of community care for the elderly. This
information is necessary for determining the current and
ptojected fit between service availability and need. 1In
addition, although the issue requires controlled experimentation,
better information is needed on the substitutability of
non-institutional community care for institutional care.

3. More and hetter longitudinal data on the elderly,

particularly the ulation over age 85. This data could

provide important epidemiological predictors of health risk, as
well as disease and mortality incidence ratios. This informction
(a) would be useful in planning and targeting programs of
prevention and service delivery, and (b) would help to answer the
question of whether increases in the life span are accompanied by
significant inc:eases in the duration of chronic disease and
disability.
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HIGHLIGHTS
SUMMIT MEETING ON AGING RELATED STATISTICS

Stone House, NIH Campus
May 2, 1986

BACKGROUND

The United States 15 in the midst of a demographic transformation with the
rapid aging of {ts population. Every aspect of American 1ife will be affected,
Because the {mpTications are so pervasive, a meetina was co-sponsored by

Dr. John G. Keane, Director of the Bureau of the Census and T. Franklin
Williams, M.D., Director of the National Institute on Aging (NIA), for the
directors of federal agencies concerned with aging-related statistics
(participant 1ist attached). Each agency prepared a statement of their

views of the most vital statistical issues related to the older population,

PURPOSE OF MEETING

To_determine how the statistical system can provi e **: Jata needed to answer
policy questions for an aging society in a tost-eificient way.

STATEMENT OF STATISTICAL NEEDS 6Y AGENCIES
A, Substantive Issues: Nature of the Data Needed
1. Demographic and Epidemiological Data

Hajor Interest was expressed in establishing the relationship
between health and socio-economic characteristics and in more
acrurate and comglete information on caregivers, co-morbidity,
competing risks, and multiple causes of death. For example,

data on the functional stat:s of the population needs to be
developed and noordinated with socfal and economic data,, also,
data on the incidence and prevalence of disease and chronic
111ness need to be related to health, social, and economic risk
factors as well as, to economic consequences. Other issues include
the charactesistics of the oldest old, information on transitions
over the 1ife course, and improved population projections.

2. Utilization of Servicss

Relationship between mecical care, use of services, and socio-
economic characteristics,

3. Economic Issues

Socio-economic correlates of morbidity, disability, and mortality
including the effect of health on employment, the level of financial
resources available to the elderly, the allocation of public programs
among ?enerations, and the composition and distribution of health
expendft s,
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HIGHLIGHTS--Con,

5. Process For Getting Needed Data

Many substantive issues require coordinated action among federal agencies
and callaboration was often cited as the paramount need. Planning should
be shared early. To avoid being bogged down by interest groups, the
agencies need to agree to work to meet broad data interests and then
1~dividual agencies will work on their specific needs separately.

Collaboration at the conceptuil state of data development would be the most
beneficial,. Examples include the development of health.and socio-economic
data systems; addressing the issues of data 1inkage and confidentiality, data
quality {particularly for the cognitively impaired), standardization of deti-
nitions (e.9., éisability), and detail of age tabulations where feasible;
sharing . statistical technigies; more public use data tapes to allow users
flexibility in tabulations; piggybacking of funding to add data to surveys
to get more out of basic surveys; and working at the international level to
enhance the comparability of data.

C., Staffing Needs

Need to increase training for epidemiologists, demographers, and biostatis-
ticians for research on the older population.

DATA AVAILABLE NOW AND FUTURE PLANS

A. Social and Economic Data
(Wi111am Butz, Sureau of the Census)

1. Examples of Activities That Can Be Done by the Census B.reau,
with Interagency Advice

a, Presont data more congistently
b. Examine ways to increase the availability of information
on the elderly from data already collected. This includes:
(1) Publishing data on the elderly that has been collected
but not disseminated such as more age detail, type of
family unit, etc.)
(2) Experiment with publishing survey data on the oldest
old in ranges for given confidence levels wh2re the
sample size is too small to publish point data.
c. The Census Bureau s testing a question on functional abilities
for the 1990 census based on recommendations of an interagency
committee.

2. Examples of Activities That Require Additional Resources

a, Add questions to axisting surveys

b. Oversample for elderly in S.rveys

c. Conduct new surveys un specific subgroups using the decennial
census as a frame.
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HIGHLIGHTS-=Coa.

B. Health Data
(Dr. Manning Feinleib, M.D., Dr. P.H., Natfonal Center for Health Statistics)

Dr. Feinleib presented an overview of the NCHS nat’onal data system in temms of
the health of the elderly. Death rates of the elderly have been declining

since the early 1970's. The implications of this decline on morbidity and
disability of the elderly is of particular importance In assessing the quality

of 11fe, He prisented some examples of NCHS data relevant to policy concerning
the elderly, and described several data systems which address cl.anges over time
in health status and their impact on the use of care. The followup of individ-
uals testad in the 1971-75 National Health and Nutrition Examination Survey
enables us to fJentify risk factors for disease as well as those factors contribu-
ting to independence. The '35 National Nursing Home Survey collected data

from family members on heal** orfor to admission and after discharge. The 1986
Longitudinal Survey on Aging identifies changes in health, The proposed National
Health Care Survey addresses quality of care {ssues. Or. Feinleib concluded by
tioting the importance of:

1. enriching existing data systems by 1inking them to death records
and administrative records;

2. conducting analyses that address particular policy issues;

3, disseminating data as public use files to allow maximum
flexibility for analysis; and

4, promoting cooperation and collaboration among data collection
agencles.,

DECISIONS O NEXT STEPS

An Interagency Forum on Aging-Related Statistics will be establissed to encourage
cooperation among federal agencies In the development of data on the older pop-
utation, The directors of federal agencies will appoint a senfor staff person
able to make broad policy deci.ions. Technical staff will work with the Forum
and working comm’ >tees will be organized to address specific 1ssues. The Forur
will be co-chaired by the Bureau of the Census and the National Center for Health
Statistics (NCHS). The agency directors will stay clcsely involved witn the Forum,
acting as an oversight committee that will meet twice 2 year. The oversight
comittee will be jointly chaired by the directors of NIA, Census, and NCHS.
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b SUMMARY OF FEOERAL AGENCY STATEMENTS
% SUBMITYEO FOR
kB SUMMIT MEETING ON AGING-RELATEO STATISTICS
ﬁ- MAY 2, 1986
? (Summary by T. Franklin Williams, M.U., National Institute on Aging)
bt
I I. Substantive Issues: Nature of the Oata Needed
7 A. Epidemiological and Oemographic Issues
& 0 Changes in composition of elderly population (NIAMS, LI,
T NCHSR, NHLBI, NIA)
? 0 Co?comittant (multiple) medical conditions present at death
L NCI)
iy 0 Competing causes of death (NHLBI)
= 0 Accurate information on merbidity, disability and mortality for
T cardiovascular disease, chronic obstructive pulmonary disease
Q {NHLBI), 1ncluding case fatality rates
<. 0 Accurate repurting of cause of death (NIAAA)
’ 0 Risk factor levels, incidence, prevalence, severity, by gender,
) race, socioeconomic status, geographic variadles (NHLSI,
NIAAA, NIAMS)
0 Oral health status in relation to general health status (NIOR)
0 Numbers, hezltk characteristics, guardianship status of older
mentally retarded (NICHO)
. 0 Incidence and prevalence of eye diseases, including nursing home
o residents (NEI)
0 Incidence of complications associsved with new therapie, (NEI)
0 Differential effects of alcohol by age; incidence, risk factors,
an¢ prevalence of alcoholism by age; effect of living environment
on health {NIAAA)
0 International comparison: of health conditions (NCI), of eligibility
for disability/invalid pensions (SSA)
R 0 Trends in mortality, morbidity, active 1ife expectancy (NCHS), long-
itudinal data, especially for over 85 (VA)
0 Over. .! functional data (VA); include functional data in census (AGA)
N N Natare, scope and impact of mntabolic and raenal oiseases, in relation
to life style and socioeconomic variables (NIODK)
0 Overall demographic, physical, psychological, social and economic data
(NCNR)
0 Information on caregivers (AOA)
0 “New demands® on medical care due to changing risk factors of multiple
diseases (NCI)
0 Effects of declining heart disease mortality on population estimates
for year 2000 (NCI)
0 Years of potential life lost and deaths by specific causes (NCI)
o Interactive effect of drugs {NIAAA), drug usage (NIMH)
0 Affect on population projections of changes in mortality rates for

specific diseases (NCI)
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8, Utilization of services

Utilization of health systems by gender (NCI)

Utilization of dental services (NIOR)

Relations between medical care and dental services utflization (NIDR),
including socioeconomic churacteristics

Provision of care for older mentally retarded (NICHD)

Supply of services (VA)

Misplacement in programs because of misdiagnosis (NIAAA)

What is the level of psychiatric diszase in rursing homes; how are
services used; use of public vs. private services (NIMH)

[-X NN [N -X-]

C. Economic Issues

Cost of services to allow the “vulnerable” elderly to remain in the
comaunity (AGA)

Consumption patterns of elderly d!<aggregated by age (BLS)

Costs per patient for total cance. cxperience (N.I}

Expendi;ures {including sources of payment) for dental services
(NIDR

Economic consequences of chronic diseases (NCIY

Extent to which employsers may encourage clder workers to continue
working (SSA)

Socioeconemic correlates of morbidity and declinc in mortality
(BCensus)

Effect of unemployment on health (BCensus)

Insurability of mentally retarded (NICHD)

How publ;c programs allocate resources to children vs. older people
(NICHD

Work days lost, occupational changes, costs of custodial care, income
tax ;os -y expenses for eye care for old people with blindness
(NEI

Employment of older persons; impact of change in retirement age
for Social Security (SSA)

Future occupational mix, ability to perform demanding jobs (SSA)

Level of financial resources of future retirees, including asset
holdings and tendency to spend to maintain income, by cohorts (SSA)

Composition and distribution of health expenditures, in relatfon to
socioeconomic factors, geographic differences, etc. (NCHSR - National
Medical Expenditure Survey)

0 Definition of retirement that reflects gradusl transitions (BLS)

0 Financing of pensfon costs

o [-X-N-} o [—X-) [-X-N-} o

o o0 o

D. Policy Issues

0 Data useful for policy or long term care -- retirement trends,
housing costs, avai ability of family, living arrangements,
women's roles, div. ce, widowhood, advances in medical technology,
economics of paying for care (BCensus)

Q S 180
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‘ 11, Process for Getting Data Needed

0 More detailed infsrmation on yge 75+ -- e.g., osersampling (NCI, UA
NIA, AOA, BCensus); requirement for S-year breaks in al}

. data (NIA); at least breuks for 65-74 and 75+ (BLS); over-

a sample the physically disabled by age (NIAMS); vigorously
pursue efforts to disaggregate data (AOA)

Repart by ¢~naer for medical expenditures, hospital discharges,
length of stay, chronic conditions (NCI)

Improve data quality, e.g., death certificates and hospital
discharges (NCHS, Nifi, AOA) and in institutions (BCensus)

Cohort information on mortality (NHLBI), incce: and how used
(SSA), cohort trends for various {aformation (NCHS)

Cooperative activities among federal agencies that will extend
capabilities in cost-efficient ways (NIMH, BCensus, NCHS, NiA);
interdisciplinary collaboration in design of surveys (NCHS)

Bridge between health and socioeconomic data (AOA, BCensus, IRS,
NCI, NCHSR, NCNR, NHLBI, NIA, NICHD, NIDDR, NIDR, SSA)

Link survey responses to administrative data while protecting
confidentiality (BCensus, IRS, NCHS, NIA)

Parallel statistics for children and older people re health
status, socioeconomic status (NICHD)

Define scope and coverage of statistical data sets, specify
nomenclaturs {nLY)

Cost data to permit 3nalysis of clinical trials (NEI)

Determination of »ublic expenditures for treatments whose
efficacy has not b’en demonstrated (NEI)

Develop common definitions for disabled, physically/mentally
impaired, handicapped (SSA), standardization of measurcs of
function (VA)

Exclusion of institutionalized in surveys (NIAMS)

Include psychiatric diagnoses wita medical (NIMH)

Quantify the frequency of specific psychiatric diseases among
the elderly (NRMH)

Improve diagnosis of demencia (NINH)

Dete nine transiticn parameters, e.g., probability of transition
from independence to dependence (NCHS)

Cavelop longitudinal surveys (bCensus), including: subsequent
to hospital discharge and to nursing home admission (NCHS),
and of specific diseases (NIA); drinking patterns over the
Yife course (HIAAA); on arthritis, musculoskeletal, and skin
diseases for sub-groups (NIAMS)

0 Improved classification systems for health conditions (NCHS, NIAMS)

0 Methodoloyical research on optimal procedures for eliciting

information from and about older persons (NCHS, NIA)

0 Lower the barriers between federal agencies, scholarly insti-

tutions, industry and cummunity agencies re sharing data --
public use tapes, etc. (NCHS)

o o0 ©oO o o o o o o o

o oo (=N}

O
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Use piggyback funding to extend sample sizes of very old and
to add factors to ongoing strdies (NIA)

Address problem of delays in roporting by sharing p~~sonnel
through fellowship and IPA positions (NIA)

Develop overall coordination through leadership by BCensus and
NCHS  (NIA)

Strengthen international data base in BCensus (NIA)

Design large poprtlation studies and census studizs in parallel;
comparable data systems (NIDDK)

Include data on 1ife style Ja census (NIDDK)

I1l. Staffing Issues

0
0

ERIC
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Need to increase training of epidemiologists, biostatisticians
for statistical research on the elderly (NIA)

Need for data on dental professionals, educators, researchers
(NIDR)

63-532 0 - 86 - 6
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4 Recommendations_on 1990 Census
?_'- Prepared by
3 The Gerontolcgical Society of America
14 The following recommendations on the 1990 census were developed by the
WY Task Force on Data on Aging of The ierontological Society of America and
8 approved by the Society's Council.
§
: The recommendations fall into one of two categories: questions to be
asked, and material to be produced from the 199D census.
I. Questions
- A. Disability questions

1. Recommendations:

2. Eliminate tre question on the use of public transportation
as a measure of disability.

b. Add the following questions to determine number of disabled
persons aged 16 and over:

1) “Because of any fmpairment or health probles, do you

need the help of other persons witn perzsnal care needs,

such as eating, bathing, dressing, or getting around this
home? Yes ? ) No { )"

11) "Because of any impairment or health probles, do you

need the help of another person in handling routine needs,

such as everyday household chores, doing necessary

business, shopping, or getting around for other purpcses?
Yes No ( g“

2. Rationale

a. The use of public transportation is not a relevant measure
of disability for large segments of the country where public
transportation is not generally available (for example, large
citfes 1ike Los Angeles and San Diego and rural areas).
Further, it fs not relevant for the institutionalized
population.

b. A measure of disability is important for determining need
and for planning services for the elderly at the local Tevel
(for example, by the Are. Ageacies on Aging). In contrast to
the irrelevance {tems on work disability for the elderly,
the proposed que 1ions would be relevant for the aged and for

- all non-working adults. These questions are part of the "core”
of the yearly Hational Health Interview Survey. As such, they
have been tested on a nationwide basis and would provide a link
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into thedetailed health information from that survey. They
are relevant for the institutional population and will provide
valid comparisons to the nor-instftutional population. The
question should-be placed before the work disability ftem to
avoid response problems which occurred in the 1980 Census. Be-
cause the work disability item was not relevant to the elderly,
many persons incorrectly skipped over the {tems placed after
it.

Informal Support of the Elderly Questions

1.

2.,

Recommnendation

Following question #20 ("If this person 1s a female, how many
babies has she ever had, not countirfg still births?") ask:

2) "(For both men and women age &£ and older) Do you
have any living chfldren? Include adopted and
stepchildren. Yes { ) No ()"

b) “For the child who lfves nearest you, about how far in
miles is it to his/her residence?

1. Same household

Jess than 1 mfle

. 1-10 mfles

11-50 miles

. 51-100 miles

. more than 100 miles

11l

3
4
5
6

Rationale

a. Because sy much long-term care is provided by informal
caregivers, primarily children, one consequence of reduced
lengths-of-stay in hospitals will be more reliance on
community-based care provided by familfes. However, there is
currently no good mzasure of the pri ~rtion of the ‘derly that
in fact have access to these fnformal caregivers. knowing the
dimension of need can help in planning local level service
delivery. Are people geographically separate from their
families, as "conventional wisdom® suggests? Are there
regional differences in accessibility to family support that
nced to be taken into account? Where should institutional
resources be targeted? These questions are designed to provide
measures for these kinds of issues.

b. Further, access to informal caregivers is heavily dependent
on geographical proximity. In the gerontological literature,
questions about accessibility generally have been asked in
terms of travel time to the closest relative. However, becaus.
there is increasing geographical dispersion and consequent
dependence on such modes of transport as afrplanes, travel time
does not really capture proximity. Although mileage has a
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different « in, for example, New York City as compared to
Wyoming, the propused measurement would differentiate those
within a community, those in the same general area, and those
whose.travel is a significant investment in time and/or money.

C. Income and retirement questions

Recommendation

Add to question #32, which asks respondent tc identify the
presence and 3 ount of income from various sources (i.e.,
wages, Social Security, Rail Road Retirement, other, etc.) the
categories of "Private Pension Income" 2nd “"Government Employee
pension Income®. (For “Government Employee Pension Income,”
the directions should say to include income from federal,
military, and state and local public employee pensions but not
to include veterans compensation or veterans peasion income.)

Rationale

Question 32, as asked in the 1980 census, lumps private and
public employee pension income under “other income.” Providing
specific information about the presence and magnitude of
private and public employee pension income would serve four
important functions. First, it would provide a measure of the
amount of private and public employer pension income going to
individuals and households, an important factor in assessing
the economic well being of the the elderly. Second, to the
extent that one wisi2s to define “"retirement" as “receipt of
retirement income," this information along with questions about
age and the presence of income from Social Security, Railroad
Retirement and Supplemental Security Income could be used to
construct a “retirement™ variable. The census does not ask if
a person is retired. Third, this additional detail about
income would increase the utility of the census data at state
and 1ocal levels (i.e., administrators seeking to plan senior
center activities relevant to the population served by the
centers). And finally, the information would allow analysts to
identify trends in income supplementin$ Social Security, an
important issue in assessing tha Social Security pror~ram.

in-kind benefits question

1. Reccmmendatioﬂ

a., Collect information about tl.e presence of publicly funded
non-money income (food stamns, housing assistance) and

empl oyer-provided fringe benefits (pension contributions,
private health insurance, etc.), but not about the value of
these benefits.

b. Census srtould continue to use the current poverty index as
an indicator of income adequacy, even if alterna.ive poverty
TRARYKAS jAEsmdeveloped as a result of collecting informatiun on
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Rationale

a. This issue was raised in response to Census Bureau's
interest in knowing whether questions on non-money income and
eaployer-provided fringe benefits ought to be inciuded on the
long form to enable the Bureau to develop small area data on
these topics. If such informatiun is to be collected, it is
important to collect both types of information so that any new
measures developed as 2 result of such information accurately
reflect the presence of public and private in-kind benefits.
We are concerned, however, about problems of placing values on
these benefits and therefore recommend against attempting to
collect information about the value of the benefits. Whether
or not used to develop a new measure of economic well-being,
informat®on about the presence of non-money income could be of
use to local welfare administrators and health care planners.
Kelfare administrators may want to know the geographic
distribution >f recipients of certain programs. Similarly,
when planning services, local health planners may be interested
in knowing the geographic ¢istribution of persons with various
types of medical benefits.

b. The poverty index is a useful though, of course, not
flawless, indicator of income adequacy, which has become
accepted by lay people. As such, regard]ess of any new
measures developed, the Bureau should continue to use the index
and distribute reports based on the index.

Board and Care Home Questions

Recommendations

a. A question identifying board and care homes should ve added
tc the 1990 census.

b. The following question is offered as a suggestion, though
we acknovledge additional development .nd pretesting is
required: "Is general supervision or perscnal care provided by
this home to residents 18 years and older who are unrelated to
person in column 1 and who require such care because of
physical or mental condition, including infirmities associated
with age?®

The directions should state, "'Ganeral supervision or
personal care' includes responsibility for residents by owner
or renter or other responsible adult in any of the following
ways: ensuring personal safety, supervising persenal hygiene
and grooming, awareness of resident(s) whereabouts throught the
day."”
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7. Rationale

a. The Board and Care Home is a growing form of residential
care facility for many aged and disabled persons. Federal,
state and local governments have implemented policies of
deinstitutionalization which have encouraged. this form of
living arran?ement. No one knows with confidence how many
homes or residents there are. Experts agree, however, that the
number of persons in board and care facilities is expected to
increase:substantially during the next decade. Data are
especially needed for planning and program development at the
state and Tor ~ levels of government and program
administration.

b. Bo.ed and Care classification issues are currer.’v being
considered by two federally sponsored work-groups: (1)
Advisory Group for the Evaluation of the National Master
Facility Inventory ; and (2) Ad Hoc Inter-agency Group on Board
and Care Classification. The former group is revising a
classification system of health institutions. The latter group
is developing a set of ~riteria for a taxonomy item for sample
surveys. The efforts of both groups indicate the difficulty of
framing the question with sufficient preciseness. The Bur¢iu
should monitor the activities of and work with these groups in
developing and testing the wording of a gquestion which will
secure accurate responses on this topic.

F. Race and Hispanic origin question

1. Recomendations

a, Continue to collect information on the 14 “racial”
categories used in the 1980 census on a 100 percent basis.

b. Split the 1980 question on race into the following two
questions:

i) "Is this person's race white, black, Asian or Pacific
Islander, Mative American, other {specify).”

ii) "Is this person Japanese, Chinese, Filipino, Korean,
Vietnamese, Hative American, Asian Indian, Hawai{ian,
€uamanian, Samoan, Eskimo, Aleut, or other?"

c. Retain the same 1980 question on Hispanic origin which
includes four categories (Chicano, Cuban, Puerto Rican, and
other Hispanic origins) and continue to ask it on a 100 percent
basis.

2. Rationale

The 1980 Census included on a 10G percent basis one
question on race (with 11 racial categories) and a question 2n
Hispanic origir (with separate categories for persons of
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Chicano, Cuban, Puerto Rican and other Hispanic origins.) The
Census Bureau, without explaining, states that each of these
items had reporting problems and suggested two alternative
apprcaches for 1990, both of wiich would reduce the ability to
disaggregate data by race and Hispanic origin,

The first approach would combine race and Hispanic origin
into a single question (white, not Hispanic; black, not
Hispanic; American Indian and Alaska Native; Asian and Pacific
Islander; and Hispanic) that would be asked on a 100 percent
basis, with an expanded version asked on a sample basis. The
second approach would ask *simplified™ (NOT DEFINED race and
Hispanic origin Questions on a 100 percent basis, with expanded
versions of the questions asked on a sample basis,

The Census Sureau has asked for comments on whether data
were needed on the local level for 14 detailed "racial* groups
and whether a response of a race greur or of Spanish origin,
but not both, would be acceptable,

3. One of the persistent criticisms of censuses prior to 1980
was that tie information collected did . ,t allow for

In terms of 1ocal needs, data on "at risk* populations are
useful for planning services directed at particular ethnic
groups. Even though the size of certain groups (e.g. Korean)
may be relatively small, the availability of census data
identifying these groups may be particularly important for
communities with large concentrations of these groups. The
same holds true when considering the aged population. For
exampie, in Planning for Tong-term care services at the
Community level, it is gften important to know {f older persons
also are part of a particular ethnic group. By itself, the
fact that the United States is a multi-racial and multi-ethnic
society proyides strong rationale for conti ing data
collection o a 100 percent basis which prov fes a basis for
documenting his diversity.

b. We are recommending that the 1980 "race” question be split
because the categories used in the 1980 Question are not
mutually exclusive (e.g., *he 1980 uestion could be confusing
to a white Hawaiian who could properly check two categories).

€. Similarly, considerable diversity of circumstances, culture
and needs exists within the broad classificacion of Hispanic.
Aiso, "Hispanic* groups are generally considered "minorities at
risk.” The 1980 Rispanic origin questions provided greater
opportunity to identify this diversity (and itg implications)
on national, state and local levels. For reasons cited above,
the census should continue to collect information on a 100

1€8
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percent basis which allows for disaggregaticn among four
categories of Hispanics.

6. Populations in health care institutions guestions

1.

2,

O
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Recommendations
a. From a sample of the population in health care
institutions, collect information on place of birth, ancestry,
years of school completed, marital history, veteran st.%us,
disability, access to informal supports, and on retirement and
income. (See prior recommendations on last three items.)

b. Replace question on residence five years ago with, "When
was th2 last time you lived outside a health care

institution? Years Months"

c. Do not question this sample about current language, school
enrollment, major act vity five years ajo. citizenship and year
imnigrated, employmen’.; unemployment , place and journey to work,
occupations, hours wirked, or locking for work.

Rationale

In making tuese recommendations, the Society understands that
the Census is reviewina inclusion of this set of questions
based on the validity of the sonses. The Society is not 1n
3 pesition tc comment on that 1ssue. However, the Bureau is
urged to consider our recommendations in relation to the
validity of the items.

a. Given the growing importance of the hezlth care instituticn
as a local, state, and federal planning and budget issu2, it is
important to collect information on who is living in health
care institutions and why. The questions would provide
baseline data to permit comparisons on the came jtems with non-
institutionalized elderly, which in turn would allow
examination of factors affecting current institutionalization
and development of projected future use patterns.

b. Along with knowing who aad why about the health care
institution population, it is important to know how long people
have been in such institutions, particularly in seeking to
determine demand for such facilities and/or impact of efforts
to delay or shorten periods of institutionatization.

¢. The items recommended for exclusion from this sample are

not relevant to the aged who constitute the majority of persons
in health institutions.
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II. Recommendations relating to products of the 1990 census

Providing block data

Recommendations

a. The Census Bureau implement its plan tu process and make
avaflable 100 percent data by block for the entire nation.

b. The Census Bureau make available computer-generated block
maps and provide l1ow-cost tabulations for subgroups as
requested and defined by users of the information.

Rationale

2. I many ways, local areas are the ideal planning units for
aging programs. Planning at this level is now mandated by the
Older Americans Act and will become even more important as
communities and even neighborhoods compete for block grant
funds awarded to the states. Since the size of one's "social
world” tends to contract with diminished competency, planning
at the local level also makes “"theoretical® sense. Only at
this level can those charged with planning and program
development take into account variations in the social,
physical, and service aspects of the environment. Local-area
data faci’itate not only a range of planning decisions (e.g.,
locating service centers in areas with large concentrations of
elder]{? but also aid in research (e.g., constructing samplirg
frames).

In spite of the obvious advantages of local area planning,
such efforts have been hindered in the past by the lack of
readily-available data at the smallest possible level of
aggregation. Althou?h data from the 1980 Census was available
at'the block level, Item coverage was very limited. More
detail is available on computer tapes for larger units (e.g..
pre-determined Block Groups and Census tractsg but the
boundaries of such units do not necessarily coincide with
service delivery areas, neighborhoods, or small area
administrative units. The Bureau is considering making the
more detailed information available on ~omputer tapes for
individual blocks and not for ger units. Users could
combine bl~-ks to get figures on large units.

b. The availability of block maps and low-cost tabulations
obviously would be useful for program planners and
administrators at the local level. It would be particularly
useful if tabulations on high-risk subgroups (i.e., women over
75, blacks in poverty) on a block basis were available in
response tu specific request .om users of the information
(program planners, administrators, researchers).
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B. Providing age-detail in published reports
1. Recommendation
A1l published tabulations distinguish those 65-74 from
¢ those 75 and older. When suppression of detail is not
. necessary, as for example in tabulations pertaining to tracts
‘ or larger units, break out data on those 85 and over. Provide
: five year age groups, up to and including 85, whenever
- possible.

2. Rationale

One of the fu.damental truths of the demography of old-age
is that the older population is far from a homogeneous group.
At any , ‘nt in time, for example, the older population
includes at least two different generations. To take into
account these generational differences as well as age-related
changes in functional capacity, income security and living
conditions, detailed age-breaks are essential. Age is, of
course, pre-coded in published reports but even on the summary
tape files most tabulations per.«in simply to the 65 and over
population. User-definitions are an advantage of the micro
data files, but these files lack the geographic detail needed
for many planning purposes.

C. Providing retirement-related tabulations

1. Recommendation

The Census Bureau, using "nours worked" and “labor force
status” data, construct a variable which, with certain
assumptions, would make possible disaggregation of the older
population into "fully retired", "partially retired,” and "not
retired” categories, and that the Bureau cross-tabulate the
resulting "new" variable with appropriate other variables, such
as income, source of income, geographic location, etc.

2, Rationale
As noted in the rationale for the recommendation dealing

with income and retirement questions, the census does not
include any specific question on retirement status.
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Since "amount of labor forca activity" is one way of
defining retirement status, the proposed variable could be
created from information already collected by the census. The
variable could be used to generate additional information about
employment among the older population, increasing the utility
of census data to state and local planners and program
administrators. For example, such information would be useful
in designing employment programs. Alsc, this type of
information will be important in determining impacts of changes
in Social Security laws designed to encourage increased work
effort. The changes will become effective in the 1990s and
early 2000s.
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AVAILABILITY OF FEDERAL DATA
ON THE AGED: -
RECENT CHANGES AND FUTURE CONCERNS

A Report of
The Gerontologfcal Socfety of America

By

James R. Storey®

June 3, 1986

%Yice President, Chambers Associates Incorporated,
1625 K Strest, N.W., Suite 200, Washington, D.C. 20006
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FOREXORD

While statistics are rarely considered one of the more exciting areas of
government pol*' y, they are the danderpinning for many private and oublic
sector policies and programs. Statfstics are used to detscrmine congressional
representation and cost-of-1iving increases in the private and public
sectors, {infiuence trade policies, {dentify emerginC policfes and changes in
existing conditions, and to allocate federal resources for health, education,
wolfare, and economic develcpment.

Over the next five decades, this natfon w111 witness an unprecedented
change 1n the age structure or {ts population. By the year 2030, 1t s
projected that 65 m1111on psople or 22 percent of the population will be over
the age of 65, as compared to 29 m111{on or 11 parcent today. To meet this
challenge, decisfon makers w{11l need sound {nformation about these
demog” .pnic changes {f they are to make effective, efficfent policy chofces.
Must {mportantly, policy makers must have the necessary data to {dentffy
current and projected diffaronces among the elderly: how do those between
the ages of 65 and 75 differ from those who are oldar than 75 or those over
857

Mafntaining tht solvency of Socfal Security and containing health care
costs are examples of major policy decfsfons requiring sound data.
Ostermining and ensuring the solvency of the Social Security system depend on
accurate tracking of current and futuro population and income trends. Tth
care cost containment policies rely on accurate monitoring of current health
status and expenditures, of medical treatment to learn what 1s working and
vhat 1s not; and of the long-term health of the population to learn offects

of such {unovations as prospective payments to hospitals and health promotion
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programs.

Recognizing the critical role federal data will play in preparing for an
aging society, tha Gerontological Socfety in 1984 adopted federal statistics
as an ongoing 1ssue of concern and establ{shed a permanent task forca to
focus on this {ssue. Specifically, the task force has been cuncernsd about
how past and future reductions in foderal data collection programs have
affected an; w {11 continue to affect the abi1{ty to make iound public policy
and whether the!e‘ reductfons in the lony and/or short run will actually
result in increased costs. For example, the Gramm-Rudman-Hollings udget
cuts of 4.3 percent for 1986 mern that alreadv-plannad efforts to reduce the
error 1n estimating the Consumer Price Index (CPI) may be deferred. While
this sounds 1ike a rather mundane {ssve, according to the Buroau of Labor
Statistics each ornc percent increase in the CPI tncreases the federal budget
deficit by $4.6 bi11fon, affecting {ndexed tax brackets, milftary and civil
service pensions, and Socf. Security cost-of-1iving adjustments. In
additfon, m{111ons of workers' union contracts, pension agrsements, many
private contractual agreements, and divorce settlements are {ndexed to the
CPI. Errors In ne CPI w{11 have a very large effect on the econcay and
foderal and family budgets. Sim{larly, defense procuroments are often
{ndexed to the Froducer Prico Index, which {s becoming Vess accurate vith
time.

The Society's Task Force on Data on Aging has lor od :losely at the
offects of budget cuts on the collection of aging-relatad dats by the federal
govemn;ent over tho past sevoral years. This report is a reflection of this
ongoing involvement. In Decomber of 1984, the Task Force commissioned 2
papers prepared by James Storey of Chambers Assocfates, that described the

offoct of budget reductions of tho carly 1980s on the collectifon of data on

O
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the elderly (& summacy of the report s {ncluded 1n the appendices). This
report updatas the 1984 paper. Together the reports provide a baseline for
assessing the future directions of federal data collection programs.

The Society's reports also document the cignificant reductions in policy
research and analysis capabilitfes that have already occurred and the major
fmpact these reductions have kad on Information previously avaflable to
lavmakers any policy makers. Continuing such reductions will have serfous,
tangible effects on the fncome, health, and vell-being of all Americans young
and od,

"A Guide to Federal Responsibflity for Data Sources on Aging," prepared
by the U.S. Senate Soectal Coamittee on Agings has been {ncluded as an
appendix to this report. The Guide fdent!fies key foderal data sources on
the elderly and the congressional committee w{th responsib{lity for the

programs.

The Gerontological Society of Amarica
June, 1986
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1. SUMMARY

A report issued by the Gerontological Society of America one
year ago documented the losses in federal data or the aged during
the 1980s. These losses occurred partly due tc budget cuts, but
a reorientation of federal research away from policy issues and
toward administrative issues was also'a prime factor.

in the past year, there were Zewer cutbacks and an
occasional sign of lost ground being regained, although progress
in reverasing the earlier trends was far from complete and did not
affect all agencies. Purther deterioration in retearch resources
has continued in some cases.

All in all, 1985 vas not a good year for data collection
activities but was not as bad as the preceding four years.
sowever, the advent of the Gramm-Rudman-Hollings (GRH) balanced
budget legislation threatens to renew the downward slide for
these agencies. with the ultimate consequences held forth by that
law being so repugnant that it is almost certain that Congress
will act to avert the across-the-board spending cuts at some
point in the process. The President's 1987 budget, which would
normally be viewed with disfavor by supporters of an adequate
data collection effort, is actually preferable to the specter of
the cuts predicted under GRH for 1987.

The year 1985 was characterized by a maintenance of an
inadequate status quo in most statistical programs. only one
agency collecting data on the aged, the National Center Jor
Health Statistics, actually saw a decline from 1984 in its
inflation-adjusted funding level. The agency with perhaps the
greatest problems, Social Secutit{’s Office of Research,
Statistics, and International Policy, saw a number of
improvements, most notably an OMB approval to field-tesi a iong--
delayed survey of SSI eligibles, but such { provements are now
threatened by the GRH budget cuts.

Indeed, 1985 appears to have bewn the proverbial calm before
the storm. The GRH process of across-the-board budget cuts is
alresady inflicting a 4.3-percent cut on the 1986 budgets of all
the research and statistics agencies, a cut similar in size to
those in the early 1980's. One ircmediate =ffect of this cut was
a S0-percent reduction in the sample size fc the National Health
Interview Survey. Another effect was the dvietion of funds for
extcamural pension research at the Department of Labor.

Looking ahead to 1987, the GRH formula will call for across~
the-board cuts of as much as 20 percent for non-defense
discretionary spending compared to the pre-GRE baseline projected
“or 1987. %eductions of that magnitude would deal data
collection efforts a severe blow, probably resulting in
cancellations and delays in new activities, further cuts in
survey sample sizes, stretchouts in survey frequency, fewer

o - 1738
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professional staff, and less cxtramural research. The capability
of public and private ovrganizationa to monitor the health and
welfare of the aged would be seriously impaired.

' As the 1986 cuts take hold, Congressional oversight
regarding the effects on data collection and generation will te
important. The impact of announced cuts needs to be traced to
the consequences for the aged. Congress should be wary that
pressures to reprogram the cuts over time may lead tc
unanticipated effects on vulnerable porulation groups.

The President's 1987 budget would impose severe funding cuts
on several of the research and statistical programs reviewed in
this report: Administration on Aging research, Department of
Bealth and Buman Services Policy Research, the National Institute
on Aging, and Health Care Pacilities Administration research and
evsluations. However, despite the severity of the budgets for
these programs, the President's budget overall would treat
research and statistics more favorably than would the 1987 round
of GRH budget cuts.

In summary, programs important to collection of data on the
aged will experience significant cuts in 1986 due to Gramm~
Rudman-Hollings after a relatively benign ye of 1985, These
cuts will rehew the menace to a viable dit™ - je on the ~ged that
earlier budget cuts had threatened. Pr23y' ._cion of adequate
data collection efforts beyond 1986 must rely on Congress
imposing its own priorities in place of the across—the-beard
budget cuts of discretionary spending required by the GRH
process. However, there ig certainly no guarantee that Congress
will reach agreement on an alternative to GRH in time to be in
place as Y 1987 begins next October. Even with such an
agreement, Congress is committed to a major re ction of the
budget deficit, so budgets for statistical agencies will be very
tight even without GRH.

Should Congress fail to enact its own budget priorities, the
GRH process will lead to changes in the federal budget that will
prove to be untenable. By 1991, non-defense discretionary
spending would be held to 55 percent of the teal value of pre-GRE
1986 funding levels. .At such levels, many .ata collesction
efforte would have to be completely abandoned. To apply funding
cuts of this magnitude across the boar' throughout the federal
government would seem to be political“y impossible.
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II. INTRODUCTION

In February 198S, The Gerontological Society of america
published a report entitled "Recent Changes in the Availability
of Pederal pata on the Aged”. fThe purposes of this new report
are twofold: (1) to update the 1985 study's findings; and (2) to
consider the implications of the President's 1987 budget
proposals and the new Gramm-~Rudman~-Hollings balanced budget
legislation, .

The report first addresses developments in 1985 that
affected the collection and generation of data on the aged by the
federal government (Section III). The effects cf Gramm~Rudman-
Hollings on 1986 funding are then discussed (Section 1V). Next,
the 1987 budget outlook is reviewed (Section V). Pinally, the
longer-run situation under Gramm-Rudman-Hollings is considered
(Section VI).
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111, DEVELOPMENTS IN 1985

N Overall, 1985 was a year in which there was relatively
little change from the prior year. Budget levels after
adjustment for inflation remained fairly stable compared to the
prior year. Progress was made in some agencies in smproving the
situation that existed previously, although not tc a degree
sufficient to restore the ground lost in the early 1980s., The
deterioration in staff resources experienced earlier worsened in
several agencies.

e

e s~

This section first reports on agency budgets for 1985 and
then discusses masor data collection developments by data
category.

A. Budget Trends

The Congressional Research Service has estimated funding in
both nominal and constant dollars for statistic.l agenciss for
fiscal years 1978 through 1985. Selected information is shown in
Table 1.

Funding levels were significantly higher in 1985 than in
1984 for the Census Bureau and the Bureau of Labor Statistics
(BLS). Only one of the agencies shown in Table 1, the National
Center for Health Statistics (NCHS), experienced a funding
decline. The research and statistics offices of the Social
Security Administration (SSA), the Department of Health and Human
Services (DHHS) and the Department of Housing and Urban
Development (DHUD) received funding for 1985 that was at or
slightly above 1984 levels.

Adjustment of these trends for inflation indicates a more
negative .ituation for these statistical programs. NCHS funding
fell by  percent in constant dollars, reaching a level equal to
two thirds of the 1978 level. Although the inflation-adjusted
figure for BLS was up by 4 percent from 1984, that represents
only a return to the previous peak funding levels of 1979-1980.
The constant-dollar figure for the Census Bureau's ongoing
programs exceeded comparable Jata tor all prior years, due mainly
to the new Survey of Incume and Pro_ram Participation. The othe.
agencies held their own in real dollars from 1984 to 1985 but ac
levels significantly below their peat funding of prior years.

A general conclusion from thete budget trends is that the
two largest agencies responsible f.rt data collectior (i.e., BLS
and Census) fared better in 1985 relative to the tr:atment of the
othezs.

B, Significant Data Developments

Last year's report of the Gerrutological Society detailed
numerous effeccs of the budget cuts and priority shifts that
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TABLE 1. Federal Budget Authority (BA) for Selected
Research and Statisties Activ es -

($millions
BA in current dollars: 1978 1979 1980 1981 1982 1983 1984 1985
Census Bureau, ongoing
~ programs (excl. trans-

ferred activities) 48 51 L] 57 57 61 75 83
Census Burezu, censuses 83 202 666 178 88 99 78 81
BLS (excl. transferred

activities and CPY

revisions) 84 95 103 1M 13 122 128 138
NCHS 38 39 43 38 38 41 46 33
SSA/ORSIP NA NA NA 26 18 X 25 25
DHHS/ASPE NA NA 7 9 16 16 15 16
DHUD/PD&R MA NA ] 15 1% 14 10 1

BA ‘n 1980 dollars:

Census Bureau, ongoing

prograas (excl. trans-

ferred activitics) 55 55 54 50 a7 53 £8 61
Census Bureau, censuses 95 218 666 156 73 78 60 60
BLS (excl. transferred

activities and CPI

revisions) 96 102 102 96 93 Q6 98 i02
NCHS 43 a2 43 33 3 32 5 31
SSA/ORSIP NA NA NA 22 15 13 i9 18
DHHS/ASPE NA NA 7 8 13 15 12 12
DHUD/PD&R NA NA ] 13 n 1B 8 8

Source: Congressional Research Service

ERIC 6o

Aruitoxt provided by Eic:

s

W



178

occurred between 1980 and 1984. This section comments on related
developments since 1984 within five data categories: general
poptlation data, income and wealth data, health data, lahor force
data, and data on housing and living arrangements.

l. General Population Data

Delays in processing and publishing the 1980 decennial
census were reported last year. That effort was finally
completed during 1985. Slowdowns in reporting other Census data
continue to be a problem, however.

The Survey of Income and Program Participation (SIPP)
continued to be implemented, and it has emerged as a major nhew
data source for a wide variety of research. Although limited .n
its utility to the field of aging because of the sample size, it
does provide additional data on the elderly that would not
otherwise be available had SIPP been terminated as planned in
1982. However, the tight budgetary situation prevents SIPP
improvements that are needed to realize the original intent that
SIPP be used extensively in studies ¢! the aged.

Attention at Census will now turn increasingly to planning
for the 1990 census. This planning effort will be affected by
the across-the-board budget cuts required by the Gramm-"udman-~
Hollings (GRH) law.

2. Income and Wealth Data

Loss of experienced staff continued to affect the federal
capability in this area. There has been almost a complete exodus
of the senior Income Security staff from the Office of the DEHHS
Assistant Secretary for Planning and Evaluation (ASPE). The
orientation of the new Secretary and his early appointments
suggests that the health area will receive the lion's share oc
top~level attention. Thus, the chance for a turnarcund in the
dwindling Income Security staff resources under the new Secretary
does not lock good.

In the Social Security Administration, the reorganized
Office of Research, Statistics and International Policy (ORSIP)
regained a part of the staff that had been transferred to the
Office of Supplemental Security Income. However, the 40 research
and statistics stdaff that once were available for studies of
Retirement and Survivors Insurance have now attrited to 8 in
number and continue to work on program management studies. It is
ea_ected that some downgrading of this staff will occur due to
its reduced size and alterea c>signments.

ORSIP has improved its rate of data release and research
publication since one year ago. The agency has also won a major
battle with OMB by obtaining approval to pretest the Supplemental
Security Income (SSI) Survey that was held up for several
years. Full implementat’ on could yet be disrupted by the GRH
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budget cuts, however.

Some 1nalysis related to disability is now underway at
ORSIP; this activity had ceased when reorganization sent the
former disability research staff to the Office of Disability
Insurance. A Congressionally mandated study of the effects of
raising the normal retirement age has been allocated the
necessary resources for a timely completion.

ORSIP's extramural research funding continues to ‘o quite
limited, although a few grants were made during 1985,

The Administration on Aging (AoA) has terminated its Income
Maintenance Policy Research Center as well as the five
corresponding centers in other policy areas. MAOA's research
grant program remains at a low funding level, but there is more
emphasis being given to policy research than was the case a year
ago.

The pension research staff at the Department o5f Labor (Dolj
has remained at a constant level over the past year and has
attained a greater degree of visibility as part of a new Pengion
and Welfare Benefits Administration. The staff's focus has been
concentrated on two key political iss:es: health benefits for
pensioners, and the reversion of "excess" pension fund assets to
corporate sponsors. DoL's pension staff continues to have
problems funding extramural research, having lost its funding
request for 1986.

DoL's Office of the Assisca.n* Secretary for Policy (ASP) has
continued to lose professional staff and has no pension-related
work underway i~-house. Howi.ver, ASP has funded two extramural
studies of the re’.ticnship hetween pension rules and job-choice
decigiong.

3. Health pata

The surveys of the National Center for Health Statistics
(NCHS) were reduced in frequency in the early 1980's to meet the
budget reductions of those years. The situation stabilized in
1985, with no further stretchouts occurring.

The National Health Interview Survey sample size, which had
been the target of cost saving, was maintained at its 1984 level
for 1985. Hcwever, the sample will be cut in half for 1986 in
order to meet the sequestration required of NCHS by Gramm-Rudman-
Hollings.

the reinterview of the sample of the National Long~Term Care
Survey was completed by the Health Care Financing Administration
(HCPA) in 1985 as planned.
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4. Labor Force Data

No new cutbacks occurred during 1985. The sample size for
the Consumer Price Index survey *'as to be reduced in 1986 to
comply with the GRH budget cucs, The result would have been less
accurate measurement for an index that is used extensively in
aged benefit computations and in research on the aged. However,
due to opposition to this cut, BLS is reprogramming funds to
protect the CPI sampling. Thus, the cut will show up in other
BLS activities.

The reductions in the Current Population Survey (CPS) sample
size that were made several years ago are now being felt by
researchers, who are limited in the size of population group that
can be studied from current CPS data compared to the prior CP®S
data bases.

5, Data on Housing and Living Arrangements

DHUD continues to organize its policy studies around topics
that have no specific age focus. The American EBousing Survey,
which was stretched out from an annual to a biennial basis,
renained unchanged during 1955.

c 183

Aruitoxt provided by Eic:



181

IV. THE IMPACT OF GRAMM-RUDMAN-HOLLINGS IN 1986

Across—-the-board budj<t reductions for FY 1986 took effect
under the new Gramm-Rudman-Hollings law as of March 1, 1986. A
federal court has found the law to be unconstitutional in its
procedure for automatic cuts that occur without Congressional
action, but the law will stay in force unti® the U.S. Supreme
Court hears an appeal later this year. If _he Supreme Court
agrees with the lower court, the law will operate as enacted
except for one change: Congress w.ll have to order the across-
the-board cuts inst2ad of the Comptroller General.

The reduction procedure calls for cuts of 4.3 percent in
1986 budget authority in all -lomestic programs not accorded
‘pecial treatment under GRH. FEa.ause the cuts must be achieved
during the last 7 months of the fiscal year, the effect of this
cut in many cases will be to raduce spending by 7.4 percent in
order to obtain a 4.3 percent cut over the whole year.

All statistical and research activities concerning the aged
will be affected by thyse cuts in some way. The degree and
nature of the cuis will vary among agencies because the unit of
budgetary control within which a part: jlar statiscical office is
contained varies and because, within the "program, project and
activity" (PPA) to which sequestration applies, the federal
manager has discretion on how to achieve the necessary cutback.
Within a PPA, cuts may well exceed 4.3 percent for statistical
offices should the manager's review lead to a low priority for
those activities.

Six of the activities covered in this review are organized
as appropriation accounts in the budget. The cuts by account
that are required in 1986 were specified by GAO in the
sequestration order: (1) Census Bureau Salaries and Expenses,
$4.4 million; (2) Census Bureau Periodic Censuses and Programs,
$4.5 million; (3) BLS Salaries and Expenses, $..8 million: (4)
DHHS Poiicy Research, $0.3 million; (5) DHOD Policy Development
and Researcn, $0.7 million; and (6) National Institute on Aging
(NIA), $6.7 million.

Two of the aged data and research activities 1ire specific
line items within accounts and, thus, will also be directly
subject to sequestraticn. These line items and the amounts to be
sequestered are: (1) NCHS, $.i.4 millios; and (2) HCFA Regearch,
Development and Evaluation, $0.1 million. These amounts are
estimates gince no official sequestration figures have been
published by line item at this writing.

The remaining research and statistical activities pertinent
to the aged are neither accounts nor line items. These
activities may or may not be subject to the 4.3-percent cut
depending on the specificaticn of PPA's for their agencies.
Those that are not PPA's could be cut mo:e than 4.3 percent if

Qo .188
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they are regarded as lower priorities than the non-statistical
activities with which they are grouped. These activities are:
Social Security/ORSIP; DoL/ASP; DoL Pension and Welfare Benefits
research; HCFA administrative data collection; VA research and
statistics; AocA research; and Food and Nutrition Service
research.

The lil.ely substantive results of these sequestrations are
currently the subject of much speculation but few hard facts. It
seems probable that the following are going to occur in varied
combinations across the research and statistical programs:

o Planned new activities will be delayed or terminated.
Social Security's new SSI Survey may experience
-further delay, for example.

o Vacant staff positions will not be filled, denying
agencies the opportunity to recover expertise lost
in earlier cutbacks.

o Staff will be furloughed or permanently reduced,
which will 3low down the processing and publishing
of new data and make public use of federal data
systems even more difficult than it already is.

o Fxtramural research will be reduced, thereby in-
tensifying the sharp decline in academic rasearch
on the aged.

0 Survey sample sizes will be cut, making surveys less
useful for studies of subgroups like the aged.

o Survey frequencies will be reduced, resulting in
lcnger gaps between actual socioeconomic change
and policy responses.

0 Publications will be reduced, thereby decreasing
the number of people who can access federal data.

Given the size of the 1986 cuts, these impacts will be similar in
magnitude to the budget cuts of 1981 and 1982 in some agencies.
The cumulative effect will be to weaken the capability of both
public and private officials to monitor the health and welfare of
the aged and to lessen the responsiveness of public policy to
emerging problens.

The cuts to be made are not set in concrete in many cases
but may be altered as priorities change or political pressures
bui.d. Thus, an area that appears relatively safe in 1986 could
yet sustain a reduction should other planned cutbacks be
altered. While the specific effects are unclear, the problems
listed above constitute a set of criteria that Congress can use
to evaluate the problems the GRH process may be causing for data
availability.
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V. THE 1987 BUDGET OUTLOOK

If the GRH across-the-board budeet cuts should take effect
for FY 1987, it ig estimated that 2 cut of 20 co 25 percent would
be required in budget authority for non-defense discretionary
programs compared o what funding would be if 1986 appropriations
were simply adjusted for inflation. The President has proposed a
budget that will accomplish the GRH deficit reduction goal based
on spending changes that would support his own priorities. This
section first reviews the president's proposals and then looks at
the cuts required by GRE if an alternative budget is not adopted
by Congress. While Congress will probably not accept the
President's prcposals and may well succeed in averting the GRH
automatic cuts, Congressional fiscal policy will certainly strive
to achieve the same degree of deficit reduction czlle¢ for in the
GRH law.

A. The President's 1987 Budget

Budget requests for the accounts and line items most
pertinent to aged data collection and generation are summarized
in Table 2. It should be noted that budget increases or
decreases do not specifically indicate impacts on aged data since
many of the programs involved conduct a broader range of
activities than collection of data on the aged.

As Table 2 shows, the funding requested for 1937 axceeds the
1986 post-GRH base for 1 3t programs. The exceptions are: NIA
($7 3 million less in 1987): HCFA research ($10.8 million less, a
37-percent reduction): AoA research ($11.4 million less, a 48~
percent cut); and DHHS policy research ($1.0 million less, a cut
of one-sixth)

In gsom= cases, the 1.87 funding increase requested would
simply offset the GRE cut of 1986 and restore the 1986 ~nacted
funding. This situation describes the requests for Social
Security's administrative budget and for BLS Salaries and
Expenses. In the case of the Census Bureau's Salaries and
Expenses account, there is an increase for 1987 over the pre-GRH
1986 base, but it is too little to cover the expected loss in
value due to inflation.

The 1987 request for NCHS is $3.4 million (7 percent) above
the pre~GRH 1986 base. If epacted, it would provide that agency
with a real gain of 3 percent after inflation. The large 1987
increase for the Census Bureau's Periodic Censuses and Programs
account iz due mainly to the burldup for the next decennial
census.

B. The 1987 Budget Onder Gramm~-Rudman-Hollings

While the President's 1987 budget is rather tight for most
of the programs reviewed in this report, his budget would compel

10
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TABLE 2. The President's 1987 Budget Request for Selected
Statistical Programs

Budcet Authority (% millions)

1985 1986 1986 with 1987
Agency/Account {or line item) actual enacted GRH cuts?/ request
AOA/Research and Training 28.7% 25.0% 12.5% 12.5%
4 BLS/Salaries and Expenses 152.9 158.6 151.8 159.8
& Census Bureau/Periodic Censuses
R and Programs 81.0 105.6 101.1 185.6
H Census Bureau/Salaries & Expenses 85.3 90.4 86.5 91.7
I DHHS/NCHS 52.7% 46.6% 55.6% 50.0%
"~ DHHS/Policy Research 9.8 6.5 6.0 5.0
' DHUD/Policy Development & Research 16.9 16.9 16.2 18.9
DoL/Pension and Welfare Benefits
Program 30.2% 28.9% 27.7% 33.6%
FNS/Food Stamp Administration 58.2% 56.9% q5,.9% 59,2%
HCFA/Research, Demonstrations &
Evaluations 35.6% 30.6% 29.3% 13.5%
HIH/NIA 185.5 156.5 1571 155.8
SSA/Administration 3,232.1* 3,608.7% 3,522.3% 3,608.8%

a In some cases, 1986 rescissions have been requested and are
included in these figures. For AoA Research and Training,
the rescission amounts to $11.5 million.

» This program i{s a line item within an account; thus, data are
in obligations rather than budget authority.

Source: The President's Budget for 1987.
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severe reductions in only a few cases (the reseirch programs of
AoA, DHHS/ASPE, and HCPA). It appears that Congress will not
adopt this budget; thus, Congress must reach agreement on a
budget of its own that meets the GRH deficit target to avoid the
next round of across-the-board cuts. ¢ If no agteement is reached
by October 1, 1986, the cuts mandated by GRF will presumably take
effect. With'a few exceptions, these across-the-board cuts will
be much more damaging to aged data collection and research t.an
would the budget proposals of the President.

The 1986 Annual Report of the Congressional Budget Office
projects a GRH cut of 8.4 percent for non-defense programs in
1987, but that estimated cut would be from the 1986 post-
sequestration funding levels. The projected GRE cut would be
16,7 percent from the pre-GRH 1986 baseline adjusted for

ntlation. Purthermore, the CBO estimate presumes that defense
funding will not be increased at all in the 1987 appropriations
process, which is widely regarded as an uhrealistic basis for the
estimate. Assuming some reasonable defense increase puts the
1987 GRH non-defense cut at or above 20 percent from the pre-GRH
current services baseline.

It is pure speculation at this ear'y date to judge the
likely effects on aged data collection of a 20-percent cut, but
all programs would no doubt be hurt severely. fThe statistical
and research programs that coincide with accounts or line items
in the budget structure would suffer the fuyll 20-percent cut,
although the enacted base from which the cut would be made ceuld
include funding increases ghould Congress enact such increases
prior tc octekar 1. Por other statistical programs, the size of
the GRH ¢t cannot be predicted since they are included in the
same line items with other vypes of rograms. "However, it is
safe to aggume that all would face rajor reductions in budget
authority.

A cut on the order of 20 percent in the funding of a
statistica. program would probably lead to the complete
elimination of some data collections, Sample gizes for the
surveys that survived might be reduced to levels that would
render them useless for most applications in the field of
aging. Research programs would lose even more of their dwindling
resources for extramural grants and contracts. In the face of
such tight budget constraints, pressures could intensify in some
agencies to move away from any focus on a specific population
subgroup guch as the aged.

11

190

O

RIC

Aruitoxt provided by Eic:




O

186

VI. THE OUT-YEARS UNDER GRAMM-RUDMAN-HOLLINGS

Looking beyond 1987, it is-apparent that Ccngress must
either modify the GRH procedure or enact alternative deficit
reduction measuress If the GRH process plays out through 1991 as
currently legislated, it would mean the elimination of half of
non-defense discretionary spending compared to the pre-GRH
current services baseline.

This conclusion flows from estimates of the magnitude of
cuts required to meet the GRH deficit targets 2ach year. an
analysis released by the House Select Committee on Aging predicts
the cuts in non-defense discretionary spending under GRH each
year. The implications of these estimates are summarized in
Table 3.

The GRE reductions are calculated from a current services
baseline that increases 1986 enacted levels by inflation each
year. as Table 3 shows, If the enacted base were kept whole with
respect to inflation, 1991 funding would be only 55 percent of
the projected curreat services level for 1991. That level of
funding would be equal to 64 percent of the actual 1986 enacted
level. Thus, non-defense discretionary funding in 1991 would
amount to slightly less that two-thirdr of the 1986 level prior
tn any GRR cuts and a little more than half of the real value of
that 1986 level.

It iz reasonable to assume that Congress will not be content
to oversee a govermment that consists of the Social Security and
Medicare systems, income transfers to the needy, a greatly
weakened military and about half of what now constitutes other
federal activities. Either additional revenues must be raised to
reduce the deficit, or the GRH procedure must be drastically
modified to avoid politically unthinkable outcomes. When will
the necessary compromise with reality occur? That is the crucial
question for those concerned with preserving an adequate
statistical resource on the uged.

12
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TABLE 3. Qut-Year Effects of Gramm-Rudmn-fHollings

Oefieit Reductions on Ron-Delense

Discetionary Spending, FY 1985-1991

Mn-deferse discretionary
funding as percent of 1986
enacted adget authority:

{1) if prograas continued
uithout cuts and adjusted
for i{nflation

(2) 1f GRH cuts ocowr

GrA levels (2) as
per.ent of inflation adjusted
986 funding (1)

Enacted

Lam

After GRH cuts

8 TEEOTE[ D B R I®T

{percent of 1986 enacted BA)
100.0 100.0  104.1 108.0 1I1.C 14,6
100.0 95.7 78.1 71.3 65.8 63.2
100.0 9%5.7  15.0 6.0 59.0 S56.%

Scurce: House Select Committee on Aging news release, January 28, 1986.
Dsta for 1991 were-extrapolated dy Chasbers Associates froa data

for carlier years.

17.0
6.4
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APPENDICES

APPENDIX A: Summary of 1985 Report

The 1989s nave been difficult years for those concerned with
federal data cdllectxon and research that pertain to the aged.
For some of the agencies involved, federal spending had already
fallen in real purchasing power during the high-inflation years
of the late 1970s, and Carter Administration reorganization
efforts had affected the management of data collection and
research. Then, 1n 1981, the incoming Administration implemented
a new set of policies that affected most of chese agencies
~dversely. Budgets were reduced, staff reductions were
implemented, and policy research was de-emphas_zed.

T+ e Reagan Administration policies sparked considerable
prote ¢ from Members of Congress, largely in response to non-
federal data users. Several Congressional hearings were held,
journalists reported on potential problems raised by the
cutbacks, and academics wrote on the implications of the
Administration's plans.

W.ile protests led to restoration of funding in some
instances, significaht reductions in data collection activities
did occur. This paper describes those changes that are pertinent
tc the U.S. aged population. The aged are more dependent on
federal benefits and services than is the population generally,
and the economic, physical and social well-being of the aged are
a major concern ©f policymakers. Purthermore, the aged

population is changing dramatically in both size and composition
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as the "baby boom" cohort matures and as health care advances
prolong life to older ages for large numbers of people.

Given the degree of attention focused on the aged, reduced
data availability will be keenly €elt. Research on social and
economic issues will be limited; government program managers will
know less about how well the ajed are served; both puolic and
private planning for health care and other age-related facilities
#ill be hampered; and private businesses will know less about how
the markets for their producis and services will change. This
paper addresses these audiences concerning what they will be
losing. sSince the paper's focus is on cata losses, 1t does not
deal with gaps in data that have persisted for many years.

The actual impacts of recent policies on data availability

show up in a variety of forms:

° A  number of @existing surveys eoxperienced
reductions in the frequency with which they are
fielded;

° Plans for new surveys were dropped or scaled

back, and more reliance was placed on admini-
stratively generated data;

° Sample size reductions were implemented;

° Existing data series were discontinued in a few
instances;

° Policy research was greatly reduced, with more

emphasis given to program management analysis
instead; and

° Valuable staff rvcesources were lost, which may

now threaten the quality of future activities in
some agencies.

194
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Despite these circumstances, there have been some 1mp ovements 1n

data collection of interest to the aged, but the net result has

been a reduction 1n data availability, a reduced federal capacity

7 for policy research, and lessened federal support for non-
government data analysis and research.

The main body of the paper reviews these developments,

agency by agency. In this summary, an overview 1s provided of

the most significant developments for each major topical area for

which the federal government collects data on the aged.

A. Key Developments Affecting Data Availability

The materi1al covered in this paper can be classified broadly
into five data categories: general population data, 1ncome and
wealth data, health data, labor force data, and data on housing
and living arrangements. Although a particular survey may
1ncl de data falling into more than cne of these categories, this
discussion treats them under the Single category that is most

appropriate.

1. General Population Data

The budget cuts of 1981-1982 were disruptive to the
processing of the 1980 decennial census. As a result,
publication dates are lagging behind the census y=ar 12 to 18
months more than usual. Delays and resource constraints have
forced cancellation 9f a number of Census Bureau publicatiens,
including sevoral of inzerest to “he aged, such as those on the
older population, minority groups, poverty population charac-

teristics, and structure of household income.

O
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buring the 1970s, Congress had authcrized a nid-decade
census to begin in 1985. Because of budget constraints, this new

census was not funded.

2. Income and Wealth Data

It is 1n this area that the most serious problems have
occurred since 1980. However, some new data collection
activities have also been implemented.

The Survey of Income and Program Participation (SIPP) is an
important new survey now in operation at the Census Bureau.
However, its survival was in doubt after the Social Security
Administration (SSA) terminated work on it in 1982. This
disruption delayed SIPP's implementation during a time of major
policy changes and a severe recessicn when its results would have
been unusually valuable. The departure from the earlier plan
eliminated SSA's plans to oversample the aged and to link survey
data with program records.

A new SSA survey of the Supplementcl Security Income (SSI)
target population has been held up by the Uffice of Management
and Budget (OMB). There is pressure to rely on SSI quality
control data instead. A periodic survey of Food Stamp recipients
has already been dropped by the Food and Nutrition Service (PNS)
in favor of reliance on FNS quality control data.

Two new data collections are substantially expanding our
knowledge of private pensions. One is the Survey of Consumer
Finances, and the other is a special pension supplement to the
Cutrent Population Survey (CPS). On the other hand, the

Department of Labor (DoL) has stopped publishing the Pension
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Digest that summarized the rules for selected major pension
plans. Dol also stopped collecting data on elderly budgets in
various cities.

Policy research on income has been dealt a serious blow
through cutbacks and reorganization. A large part of SSA's
research staff has been transferred to the agency's operating
divisions to do management studies. The Department of Health and
Human Services' planning and evaluation office (DHHS/ASPE) has
also been reduced 1n Size, and extramural research has been cut
back. The Administration on Aging (AoA) has greatly reduced 1its
research funding, and the AoA Income Maintenance Policy Research
Center may not be continued after 193S. The pension research
program at DoL is less than half 1ts former sice, and the DoL re-
search agenda is now focused ma.nly on pension 1nvestment and
funding issues rather than on questions of coverage and benefit

adequacy.

3. Health Data

Developments in the health area are mixed. Most of the
healch surveys have been stretched out to longer time cycles, and
the responsible agency (the National Center for Health Statis-
tics) has experienced particularly sharp cuts in both Spending
and staffing. Administrative data collection, cn the other hand,
has been expanded and timproved by the Health Care Pinancing
Administration (HCFA) due to pressures for better cost controls
in the Medicare and Medicaid programs.

Health-related policy research is alsoc a mixed situation.

AOA may not continue 1ts Health Policy Research Center after

O
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1985, anc¢ the DHHS/ASPE Health staff -s been reduced. HCFA has
conducted large policy demonstrations through its authority to
waive Medicare and Medicaid rules to test policy options, but OMB
has recently taken control of waivers to limit the cost of such
research. The National Institute on Aging has steadily increased
1ts research program during th:is period and has been supportive
of data collection both within 1ts own program and through

collaboration with other agencies.

4. Labor Force Data

Because of the aging of “h« 1,5, population and concerns
about earlier and earlier revi.e"z.. 3ges, there has been growing
interest in older workars and their retlirement behavior. The
data available for study of rh:s subject is being reduced,
however.

The Current Population Survey (CPS), the primary survey of
employment sStatus, has had its sample size reduced by nine
percent. This reduction further limits the analysis that can be
done for a population sub-group such as the aged that are not
being oversampled.

One important longitudinal survey has been reduced in scope,
and another has ended. The National Longitudinal Study (NLS),
which began survnying working-age Americans in 1966, will
discontinue data collection for the cchort cf older men. The
Retirament History Study (RHS) completed the last of gix planned
interview waves in 1979, and there are no plans to inityate a new

study of the retirement process.
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Related policy research has also suffered. 2OA may not
continue 1ts Research Center on Older Workers after 1985, and 1t
now sponsors few research grants in this area. The DoL policy
research office has only about 40 percent of the staif resources
it had 1n 1978, and 1t is not actively conducting any studies of

this topic.

5. Data on Housing and Living Arrangements

The primary source of housing data, the Annual Housing
Survey, was put on a biennial basis and renamed the Aamerican
Housing Survey. This longer period between surveys will make the
data 'ess useful for some purposes such as the estimation of
market rents in local areas.

The Department of Housing and Urban Develonment had made
1ssues of concern to the elderly a major research priority during
the 1970s. The aged are no longer a specific focus of research,
theseuy reducing the secondary data being produced on elderly
housing.

Research funded on housing issues by AoA hus also been
sharply reduced, and the AOA Research Center or Housing and

Living Arrangements was terminated.

B. Conclusion

Most data collections that existed prior to 1981 have been
continued, and a few new ones have been added. However, there
will be less detail available on the aged thaa would oth. vise
have been the case. The longer time lags between some surveys

will reduce the accuracy of the data availab’e on the aged.
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Ther”? will be much less information than expectel on the major
income asslstance programs serving the aged. The longitudinal
data sets 1mportant to an understanding of individual behavior
associated witt aging will not be renewed. Available data have
been improved on pension assets and on Medicare and Medicaid
program operations.

While data collection activities have suffered mostly at the
margins, the secondary data normally generated through policy
research has been set back severely. Staff resources are much
smaller, extramural research support has been greatly reduced,
and the focus on research has shifted toward program management
issues and away from analysis of policy options and target
populations. It is here that budget and staffing chanaes have
taken their greatest toll.

Should this circumstance continue, the government, and
society generally, will lose the capability to assess the extent
and nature of social problems and to evaluate the cnrsequences of
policies directed toward their resolution. We will kiow far less
than we could know about the economic anu eacial well-being of
the aged and how _heir conditions will change as they grow
older. We will understand rar less about how older people
respond to public policies designed to improve nutrition,
influence retirement age, affect living arrangements, and guide
heualth care utilization. The ultimate resilt will be that policy
makers will necessarily rely more on popular perceptions about
social needs and public programs and will rely less on objective
findings reached through the application ot social science

principles.
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APPENDIX B

A GUIDE T FEDERAL RESPOHSIBILITY FOR DATA SOURCES ON AGING

STAFF REPORT
Special Committee on Aging,
United States Senate
John Heinz, Chalirman

March 1986
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GUIDE 70 DATA SOURCE” AND CORGRESSIONAL RESPONSIBILITY

SENA ° HOUSE SENATE HOUSE EXEC
AUT AUTHOR. APPRO. APPRO. [GENCY
: I ;
GENERAL POPULATION DATA ; a E 2
t 1 t t
1. Decennial Census t SG-1 | HP-1 | SA-1 ! HA-1 | BOC
t t ) t t
1 1] [} [}
I INCOME i : i :
- 1 H H H
1. Public Pensions: i E 5 E
1] 1 %
a. Survey of Income Program E H H )
Participation (SIPP? T SG-1 HP-1 | SA-1 i BA-1 | BoC
b. Supplemental Security H H H H { SSA/
Income (SSI) Survey t sp ! WM-~1 | SA-2 t BA-2 | HHS
c. Social Security Data i i ' i i SSA/
Collection I { VM-t | SA-2 | HA-2 | ORSIP
H H ! 1 1
3. Private Pensions: 5 ; E E ;
t t ] [ 1
a. Survey of Consuzer i i i i 1
Pinances t SB-1 | EB-1 | SA-4  HA-4 | PRB
b. Current Population Survyy | SL ! HE®L | SA-2 | HA-2 | BIS
c. Pension Digent it SL \ HR&AL | SA-2 | HA-2 | DOL
4. Consumer Bxpenciture i l H H t
Survey 7 SL | HEAL | SA-2 | HA-2 | DOL
1 t t t t
[} 1 ) 1] 1
I1I HBALTH H i i i '
1 ] t 1 1
1. General Population ! g ! ! g
1
¢. Health Interview Survey | SL | mesc-1! sa-2 ! ma-2 ! ncms
b. Health & Nutrition | H H : H
Exanination Survey 7 SL \ BE&C-1{ 8A-2 t HA-2 | NcHS
c. Long-"six Care Survey ! SP/SL | EC/WM | SA-1 ! HA-1 |HCPA/ASPE
d. Health Examinatisn Survey | SL ! HEAC-1| SA-2 . BA-2 | NCHS
e. Mortality Pollow-dack ! 8L ! REAC-1} SA=2 ! HA=2 | NCHS
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f. National Deavh Index V SL | BE&AC-1} SA-2 | HA-2 | NHLBI
g+ Baltimore Longitudnal H H H H H
Study of Aging 1 sL | HE&C-1! SA-2 | BA-2 | NIA
h. dedical Care Bxpenditure i ; i i ;
Survey i SL 1 JE&C-1] SA-2 + BA-2 | HCHSR
1. Survey of Personal Health | H i H i
Practices and Concequences; SL { HE&C-1| SA-2 ! HA-2 | ACHS
3. Disabllity and Work } sp ' ¢ f SA-2 ] BHA-2 |} SSA
1] 1 ) ) 1
2. Epecial Populations E ! ! ! !
- 1 ) t ) t
a. Hospl al Discharge Survey | SL | meac-1) sa-2 ! ma-2 | ncms
b. Amdulatory Medical Cars i i 5 ! i
Survey i SL « HE&C-1] SA-2 | BA-2 | KNCEHS
c. Long-Tera Care Survey i SL/SP | E&C/WM! SA-2 ! BA-2 [ASPEB/B 4
d. Nureing Home Survey H:5 A | HE&C-1] SA-2 | HA-2 | NCEHS
e. Survey- Institutionalized ! H ; i H
Peraons | SL y HE&C-1; SA-2 1 BA=2 ! ASPE
1] ) L 1 )
3. Secvice Utilization ! g } ! }
1
a. Ambulatory Care Survey ’ SL ! HB&C-!! SA-2 ! HA-2 ! HCHS
b. Hospital Discharge Survey | SIL { BRAC-1! 3A-2 { HA-2 | FCES
c. Mortality Pollow-back { sL \ HE&C-1] SA-2 | HA-2 | KHcHS
d. Long-Tern Care Survey ! SL/SP | EtC/VM! SA-2 i dA-2 }ASPE/HCPA
) L] 1 1 1
4. Medical Professionals ! ! { { g
¥ 1
a. Jational Amoulatory ) 1 ! i !
Medical Survey i1 sL ! HE&C-1! SA-2 | EA-2 | NCHS
b. National Nursiag Home i i i i i
Survey t SL + HE&C-1| SA-2 1 BA=2 | NCHS
H H 1 H H
5. Medicare Beneficiaries H i ! i !
13 1 1
a. Patient Billing Data s i g ; E
(Bospital) i sp i WM=2 | Sa-2 | HA-2 | ECPA
2
~
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Medicare Provider File ! SF ! WH-2 | SA-2 | HA-2 | HCPFA

‘ b.

c. Hospital Cost and Utiliz- i
JA-2 | HCPFA

ation Project

SA-2

(-3
.

Medicare Cost Reports ! SP ! WM-2 | SA-2 | HA-2 | HCFA

e. Contract Research t SP ! WM-2 | SA-2 | HA-2 | HCPA-i

]
IV LABCR PORCE PARTICIPATION g
1. Retirement

a. Retirement History Study SL HE&LC-1] SA-2 HA=2 SSA-1

b. Current Population Survey | SIL | HE&C=-1] SA-2 ! JA-2 | BLS

2. Worker Characteristics

a. Fational Long. Survey sSL HE"~ 3A=2 HA-2 DOL-1

b. Job Training Long. Survey | SL ! BE ! SA-2 | HA-2 | DOL-1

¥ EHOUSING & NUTRITION SERVICES

1. Housing
a. Aner:can Housing Survey SB-2 HB-2 SA-3 HA-3 HUD

3. Rutrition

a. Health and Nutrition
Examinetion Survey SL HE&C-1; SA-2 HA-? KCHS

b. Annual Survey of ' i
Participants (Pood Stamps)} S AGR. | H AGR.

DOA

VI OTHER AGE RELATRD RESEARCH

1. National Institutes of Health

[]

a. Institute on Aging H

bt. Heart, Lung, & Blood Inst.

c. Cancer Institute

d. Bye Institute

e. Arthritis, Diabetes,
Digestive, Kidney Disease I

f. Neurological & Comzun. H
Discrders & Stroke SL HEXC-1]

SA=2 HA-2 NIH/PHS

Inst{tute of Mental Health | SIL | HE&C-1| SA-2 | HA-2 | ADANMHA

~
.
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LEGEND - CONGRESSIONAL COMMITTEES

SENATE

SA

= Senate Committee on Appropriations

SA-1 = SA Subcommittee on Commerce, Justice, State,
and Judiciary, and Related Agencles.
SA~2 = SA Subcommittee on Labor, Health and Human Serv'ces
SA-3 = SA Subcommittee on Housing on HUD-Independent Agencies
SA-2 = SA Subcommittee on Treasury, Postal Service, and General Govt.
SA-5 = SA Subcomm'ttee on Agriculture, Rural Development and Related
S AGR» Senate Committee on Agriculture, Nutrition and Porestry
SB = Senate Committee on Banking, Housing, and Urban Affairs
vB-1 = SB Subcommittee on Pinancial Institutions and Consumer Affairs
SB-2 = SB Subcommittee on Housing and Urban Affairs
SG = Senate Committee on Governmental Affairs
SG-1 = SG Subcommittee on Energy, Nuclear Proliferation and Govt.
Processes
SF = Senate Committee on PFinance
SP-1 = SPF Subcomittee on Health
SP-2 = SP Subcommittee in Social Security and Income Maintenance
SL = Senate Committee on Labor and Human Resources
HOUSE
HA = House Committee on Appropriations
HA-1 = HA Subcommittee on Commerce. Justice, State and Judiciary
HA=2 = HA Subcommittee on Labor-HHS
HA=3 = HA Subcommittee on HUD-Independent Agencies
HA-4 = HA Subcommittee on Treasury, Postal Service, General Govt.
HA-S = HA Subcommittee on Agriculture, Rural Development, and Related
H ACR = House Committee on Agriculture
HB * House Committee on Banking, Housing and Urba. Affairs
HB-1 = HB Subcommittee on Domestic Monetary Policy
HB-2 = HB Subcommittee on Housing and Community Development
HE&C = House Committee on Energy and Commerce
HE&C~-1 = HE&C Subcommittee on Health
HE&L = House Committee on Education and Labor
HP = House Committee on Post Office and Civil Service
HP-1 = HP Subcommittee on Census and Population
WM = House Committee on Ways and Means
WM-1 = WM Subcommittee on Social Security
WM-2 = WM Subcommittee on Health
LEGEND - EXECUTIVE BRANCH
ADAMHA = Alcohol, Drug Abuse and Mental Health Administration
ASPE = Assistan” Secretary for Planning and Evaluation - DHHS
BLS = Bureau of Labor Statistics - DOL
BOC » Bureau of Census - DOC
DHHS » Department of Health and Human Services
DOA = Department of Agriculture
4
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DOL.
DOL-1
HCPA
HCPA-1
HUD
NCHS
NCHSR
NHLBI
NIA
NIH
PHS
SSA
SSA-1
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Department of Labor

Employment Training Administration - DOL

Health Care Pinancing Administration - DHHS

Office of Research & Development - HCPA

Department of Housing and Urban Development

National Center for Health Statistics - PHS - DHHS

Nat._onal Center for Health Services Research - PHS - DHHS
National Heart, Lung, and Blood Institute - NIH - PHS - DHHS
Natinal Institute on Aging ~ NIH - PHS - DHHS

National Institutes of Health - PHS -~ DHHS

Public Health Service - DHHS

Social Security Administration - DHHS

Orfice of Research, Statistics, & International Policy- SSA - DHHS
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KEY COMMITTEE MEMBERS & STAPP CONTACTS
0 he
99th” CONGRESS

SEFATE COMMITTEE ON AGRICULTURE, NUTRITIOR ARD PORESTRY

328A Senate Russell .......... (202) 224-2035
Jesse Helms, N.C., Chairzan Edward Zorinsky, Nebr., Ranking
STAPP: Tony Boney 224-6901 Ton Walker 224-3538

HOUSE COMMIZTEE ONF AGRICULTURE .

1301 House Longworth ........... {202) 225-2171
E de la Garza, Tex., Chairman Edwvard Madigan, Ill., Ranking
STAPP: Rob Persh 225-0301 Jane Dods 225-2371

SEFATE COMMITTEE ON APPROPRIATIONS

118 Senate Dirksen ............ (202) 224-3471
Mark Hatfield, Ore., Chairman John C. Stennis. Miss., Ranking
STAPP: Linda Rask 224-3753 Guy Land 224-6253

Subcomnittee on Commerce, Justice, State, and
Judiciary and Related Agencles

S146A ~ Capitol .............. (202) 224-7244

Paul Laxalt, Ore., Chairman Ernest Hollings, 8.C., Ranking
STAPP: John Shank 224-7244 Dorothy Seder 224-6121
6
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Subcommittee on Labor, Health and Human Services,
Education and Related Agencies

131 Senate Dirksen «vvevearsvnn (202)224-7283
Lowell P. Weicker, Conn., Chairman William Proxmire, Wisc.,
Ranking
STAFP: Steve Bongaurd 224-7225 Larry Patton 224-5653

Jim Sourwine  224-7283
Terry Muylenberg 224-7283

Subcommittee on Housing and Urban Development-Independent Agencies

123 Senate Dirksen ».scceseease (202) 224-7210
Jake Garn, Utah, Chagirman Patrick Leahy, Vt., Ranking
STAPP: Martin Reiss 224-5444 Pearl Samaini-Dayer 224-4242

Subcommittee on Agriculture, Rural Development and Related Agencies

140 Senate Dirksen s-.-o.-.000 (202) 224-7240
Thad Cochran, Miss., Chairman Quentin Burdick, N. Dek., Ranking
STAPF: David Graves 224-5054 Susan Shaw 224-2551

BOUSE COMMITTER ON APPROPRIATIONS
H218 Capitol «e.voveese.. (202) 225-2771

Jamie L. Whitten, Miss., Chairman Silvio O. Conte, Mass.,
Ranking
STAFP: Hal DeCell 225-4306 Tom Barker 225-5335

Subcommittee on Commerce, Justice, State, and Judiciary

H310 Capitol eveverveann (202) 225-27T%
Neal Snith, Iowa, Chairzman George M. O’'Brien, Ill., Ranking
STAPP: Tom Dawson 225-4426 Drew Biatt 225-3635
7
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Subcomnittee on HUD-Independent Agencies

H143 Capitol .........0v0ve (202) 225-3241

Edward P. Boland, Mass., Chairman Bill Green, N.Y., Ranking
STAPP: hike Shehy 225-5601 Jeff Lawrence 225-2436

Subcompittee on Labor-EBS, Education

2358 House Rayburn ............. (202) 225-3508
¥illiam Natcher, Ky., Chairman Silvio 0. Conte, Mass., Ranking
STAPP: Micheal Steghens 225-3508 James Kulikowski 225-3481

Subcommittee on Treasury-Postal Service Seneral Government

B164 Capitol .......... (202) 225-5834
Edward R. Roybal, Ca., Chairman Joe Skeen, N. Mex., Ranking
STAPP: Bill Smith 225-5834 Nina Martinez 22%-2365

Tex Gunnels 225-5834

Subcommittee on Agriculture, Rural Delvelopuent and Related Agencies

2362 Bouse Rayburn .......... (202) 225-2638
Jamie L. Whilten, Miss., Chairman Virginia Smith, Neb., Ranking
STAPP: Hank Moore 225-2638 Charlie Ollermann 225-6435

SENATE COMMITTEE BANKING, HOUSING, AND URBAN APPAIRS

534 Senate Dirksen .e....... vee. {(202) 224-7391
Jake Garn, Utah, Chairman Willian Proxmire, Wis., Ranking
STAPP: Phil Sampson 224-5404 Larry Patton 224-5653

Subcommittee on Pinancial Institutions and Consumer Affairs

534 Sencte Dirksen .v.veeeeeon. (202) 224-7391
Slade Gorton, Wash., Chairman Pauls S. Sarbanes, Md., Ranking
STAFP: John Wills 224-2621 Judith Davison 224-4524
8
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Subconmittee on Housing and Urban Affairs

535 Senate Dirksen ---.:.:..c.. (202) 224-5404
Chic Becht, Nev., Chairman Donald W. Reigle, Jr., Mich., Ranking
STAFP: Jerry Wyrsch 224-5404 Don Campbell 224-4822

HOUSE COMMITTRR ON BANKIEG, PINANCE AND URBAH AFPAIRS

2129 House Rayburn ........... (202) 225-4247
Pernand J. St. Germain, R.I., Chairman Chalmers ?. Wylie, Ohio,
Rankiag

Subcommittee on Domestic Monetary Policy

H2-109 House ANNex ............ (202) 226-7315
valter E. Pauntroy, D.C., Chairman Bill McCollum, Fl., Ranking
STAPP: Howard Lee 226-7315 Doyle Bartlett 225-2176

Subcommittee on Housing and Community Development

2129 House Rayburn ...... ceeeen (202) 225-7054
Henry Gonzalez, Tex., Chairman Stevart B. McKinney, Conn.,
Ranking
STAPP: John Valencia 225-7054 David Kiernan 226-3241

SENATE COMMITTEE ON THE BUDGB?

621 Senate Dirksen s..cceoees... (202) 224-0642
Pete V. Domenici, N. Mex., Chairman Lawton Chiles, Pl., Ranking
STAPP: Tony McCann 224-7993 Bently Lipscomb 224-0850

HOUSE COMMITTER OF THE BUDGET

A214 House Annex 1 «..ceo.oe.... (202) 226-7200

William H. Gray III, Pa., Chairman Delbert L. Latta, Ohio,
Ranking
3TAPP: LaVarne Taylor 226-3137 no staff person
9

erlc 211

Aruitoxt provided by Eic:




207

HOUSE COMMITTEE ON EDUCATION AND LABOR

2181 House Rayburn ...,........ (202) 225-4527
Augustus P. Hawkins, Ca., Chairman James M. Jeffords, Vt.,
Ranking
STAFF: Bill Kamela 225-2201 Mark Powden 225-3725

JOUSE COMMITTEE OF ENERGY & COMMERCE

2125 Rayburn ............ (202) 225-2927
John D. Dingell, Mich., Chairman James T. Broyhill, N.C.,
Ranking
STAFP: Dr. Tony Robbins 225-2927 Arnold Havens 225-3641

Subcommittee on Health and the Environment

2415 House Rayburn ........... (202) 225-4952
Henry A. Waxman, Ca., Chairaan Edward R. Madigan, Ill,, lanking
STAFP: Karen Nelson 225-50130 Bllen Riker 22§-3400
Andy Schneider

SENATE COMMITTEE ON PINABCR

219 Senate Dirksen ........... (202) 224-4515
Bob Packwood, Ore., Chairman Russell Long, La., Chairman
STAFP: Ed Mihulski 224-4515 Bruce Kelly 224-5315

Shannon Salmon

Subcomnittee on Health

219 Senate Dirksen .......... (202) 224-4515
David Durenberger, Minn., Chairmaa Max Baucus, Mont., Ranking
STAFP: Chip Kahn 224-3244 Heg Ferguson 224-2651
Subcommittee on Social Security and Income Maintenance
219 Senate Dirksen ............. (202) 224-4515
¥illiam Armstrong, Colo., Cnairman Daniel P. Moynihan, N.Y.,
Ranking
STAFF: Tony Coppolino 224-5941 Faye Drucmond 224-4451
10
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SENATE COMMITTEE ON GOVERNMENTAL APPAIRS
340 Senate Dirksen -+:e-cevvv.n (202) 224-4751

William V. Roth, Vt., Chairman Thomas P. Eagleton, Mo-, Ranking

Subcommittee on Energy, Nnclear Proliferation and Govt, Processes

605 Senate Hart «...-....... (202) 224-9515
° Thad Cochran, Miss., Crairman John Glenn, Ohio, Ranking
STAPP: Hosara Marks 224-8268 Leonard Weiss 224-0528

SENATE COMMITTEB OF LABOR AND HUMAN RESOURCES

428 Senate Dirksen ............ (202) 224-5375
Orrin G. Hatch, Utah, Chairman Bdward M. Kennedy, Mass., Ranking
STAPP: Kevin McGuiness 224-6770 David Nexon 224-4543

HOUSE COMMITTEE ON POST OPPICE AND CIVIIL SERVICE
309 House Cannon ----.-.... (202) 225-4054
¥illiam D. P U1, Mich., Chairman Gene Taylor, M»., Ranking

Subcommittee on Census and Population

219 House €annon --.cececeee.- (202) 226-7523
Robert Garcia, K.Y., Chairman James V. Hansen Utah, Ranking
STAP¥: Lillian Pernandez 226-7523 Jean Gilligan 226-7536

HOUSE COMMITTEE ON RULES

H312 Capitol .......... (202) 225-9486
Claude Pepper, Pl., Chairman James Quillen, Tenn., Ranking
ST4PP: Albert Sayers 225-9486 Williem Crcsby 225-9191
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BOUSE COMMITTEE ON WAYS AND MZAKS

1102 ¥~wae Longworta ... . ..... 1202) 225-3625
Dan Rostenkowski, Ill., Chairman Jokn J. Duncan, Tenn., Panking
STAPP: Kenneth Bowler 225-3625 AL Singleton 225-4021

Subcommittee on Health
114 Longworth ............ (202) 225-77¢€3
Portney H. Pete Stark, Ca., Chairman Willis D. Gradison Jr.,
Oh’~, Rankirg
STAPP: Diana Jout 225-778% Bonnie Brown 225-3164
Paul Rettig 225-778%5 John Kern 225-4021%

Subzcomnittee on Social Security

1101 House Longworth ............ (202) 225-9263
Jares R. Jones, Ok., Chairman Bill Archer, Tex., Ranking
STAPP: Patricia Dilley 225-9263 Tilia Grove 225-2571
Paul Steitz 225-9263
SENATE SPECIAL COMNIZTER ON AGING
G33 Senate Dirksen ............. (202) 224-5364

John Heinz, Pa., Chairman John Glenn, Ohio, Ranking
STAPP: Steve McConnell 224-5364 Diane Lifsey 224- 1467

HOUSE SELECT COMMITTEE OX AGIKG

A712 BOB Annex ' ..........., (202) 226-3375

Bdvard R. Roybal, Ca., Chairman Matthev J. Rinaldo, N.J.,
Ranking

STAPP: Pernando Torres-Gil 226-3375  Paul Schlegel 226-3393
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DATA on AGIKHG:

CROSS REPERENCE
oF

DATA SOURCE BY COMMITTEE OF JURISDICTION

SENATE COMMITTEE ON AGRICULTURE, NUTRITION AND FORESTRY

Annual Survey of Farticipants
Pood Stamp Program

BOUSE COMMITTER ON AGRICULTURE

Annual Survey of Participants
Pood Stamp Progranm

SENATE COMMITTES ON APPROPRIATIONS

Subcommittee on Commerce, Justice, State, and
“Judiciary and Helated Agenciles

Decennial Census
Survey of Income Program Participation
Long-Tera Care Survey

Subcommittee on Labor, Health and Human Services,
Education and Related Agencies

Supplemental Security Income Survey
Social Security Data Collection
Current Population Survey

Pension Digest

Consumer Expenditure Survey

Health Interview Survey

Health & Nutrition Examination Survey
Health Examination Survey

Mortality Follow-back

National Death Index

Baltimore Longitudnal Study of Aging

13
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12.- Medical Carc Expenditure Survey

13. Survey of Personal Health Practices and
Concequences

15, Disability and Work

15. Hospital Discharge Survey

16. Ambulatory Medical Care Survey

17. Nursing Home Survey

18. Survey of Institutionalized Pcrsons

19. Medicare Data

20. Retirement History Study

21. Job Training Langitudnal Survey

22. NId

23. NIMH

Subcommittee on Housing and Urban Deve [ment-Independent Agencles

1. American Houaing Survey

Subcommittee on Agriculture, Rural Development and Related Agencles

1. Annual Survey of Food Stamp Participants

HOUSE COMMITTEE ON APPROPRIATIONS

Judlclarx

Subcommittee on Commerce, Justice, State, and
1. Decennial Censua
2. Survey of Income Program Participation

3. Long~Tera Care Survey

Subcommittee on HUD-Independent Agenct

es

1. Amerlcan Housing Survey

Subcommittee on Labor-HHS, Education

1. Supplenental 3Jecurity Income Survey
2. Social Security Data Collection

3. Current Population Survey

. Penaion Digest

Consuzmer Expenditure Survey

Health Interview Survey

Health & Nutrition Examination Survey
Health Examination Survey

[ AR, - )
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9. - Mortality Pollow~-back Survey

10. National Death Index

11. Saltimore lLongitudnal Study of Aging
12. Medical Care Expenditure Survey
Survey of Personal Health Practices and
Concequences

14. Disability and Work

15. Hospital Discharge Survey

. Acbulatory Medical Care Survey

17. Long-Te.m Care Survey

18, Nursing Home Survey

Survey of Institutionalized Persons
20. Medicare Data

21. Retirezent History Study

22. Job Training Lengitudnal Survey

23. NIH

24. NIMH

"
—
w
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Subcozmnittec on Treasury-Postal Service-General Government

1. Survey of Uonsumer Pinances

Subcomaittes on Agriculture, Rural Development and Related Agencies

1. Annual Survey of Participants
Pood Stamp Program

SENATE COMMITTEE BANKING, BOUSIHG, AND URBAM AFPAIRS

Subcommittee on Financial Institutions and Consumer Affairs

1. Survey of Consumer Pinances

Subcocmittee on Housing and Urban Affairs

1. Aperican Housing Survey

Z0USE COXMITTERE OM BANKING, PINANKCE AND URBAN APFAIRS

Subcormmittee on Domestic Monetary Policy

1. Survey of Consumer Pinances

1<
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Sudbcommittee on Housing and Community Deveio,=~~.

1. American Housing Survey

SENATE COMMITTEE ON THE BUDGET

*¢ The Committee on Budget has "macro™ authority over the total
federal budget.

HOUSE COMMITTEE ON THE BODGET

** The Coczmittee on the Budget has "macro” authority over th: total
federal budget.

HOUSE COMMITTEE OM 'DUCATION AND LABOR

1. Current Population Sur-vey
2. Pension Digest
3. Consumer Expenditure Survey

8. Natlonal Longitudnal Survey
S. Job Training Longitudnal Survey

BOUSE COMMITTEE OM ENERGY & COMMERCE

Sutoommitteo on Health and the Environrment

. Health Interview Survey

. Health & Nutrition Examination Survey

. Health Examination Survey

. Mortality Pollow-baok

. National Death Index

. Baltimore Longitudnal Study of Aging

. Medical Care Expenditure Survey

. Survey of Personal Health Practices
and Concequences

9. Hospital Discharge Survey

10. Azbulatory Medicsl Care Survey

11. Nursing Home Survey

12. Survey Institutionalized Persons

13.  Retirement History Study

18,  Current Population Survey

15. NIR

16. NIMH
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SENATE COMMITTEE ON FINANCE

Supplemental Security Income Survey
Social Security Data Collection
Disability and Work

Long-Term Care Survey

Medicare Data

W L2 N
e o o o

SENATE COMMITTEE ON GOVERNMENTAL AFFAIRS

Subcommittee on Energy, Nuclear Proliferation and Govt. Processes

. Decennial Census
. Survey of Income Program Participation
. Long-Term Care Survey

W N e

SENATE COMMITTEE ON LABOR AND HUMAN RESOURCES

1. Health Interview Survey

2 Health & Nutrition Examination Survey
3. Health Examination Survey

4, Mortality Pollow-back

5 National Death Index

6. Baltimore Longitudrial Study Of Ag*-e
7. Medical Care Expenditure Survey

EOUSE COMMITTEE ON POST OFPICE AND CIVIL SERVICE

Subcommittee on Census and Population

1. Decennial Census
2. Survey of Income Program Participation
3. HNaticnal Long-Term Care Survey

17
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HOUSE COMMITTEE ON WAYS AND MEANS
Subcommittee on Health

Long-Term Care Survey
Medicare Data

Subcommittee on Soclal Security

Suppl~mental Security Income
Social Security Data Collecuion
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[

Dear Senator Grassley and Senator Ccchran:

I would like to commend the joint effort of ycar
respective Subcommittees in organizing your hearing,
Statistical Policy for an Aging America. You have focused
the attention of Congress on the rtance of interagency
coordination with respect to the collection, analysis and
utilization of data regarding the characteristics of
older Americans and their households. I wish to take
this opportunity to offer my brief comments for the
hearing record.

Congress can not hope to meet the many challengjes of
an aging society without recognizing the fundamental
importance of interagency cooperation in the develcpment
of dat. of substantially greater detail and higher quality
than is currently available to Congressional policy
makers. Of the numerous issues raised by the general
subject matter of your hearing, I believc the following
three specific objectives to be of principal concern:

1. The_develo nt of Pederal data baseg which will

support deta%led analzsfs of subpopulations among

the elderly.

Contrary to prevailing stereotypes, older
Americans are neither all impoverished nor all
1iving in luxury. They represent a thoroughly
heterogeneous population that in many respects is

ERIC 221

. Aruitoxt provided by Eic:




ERIC

Aruitoxt provided by Eic:

217

more diverse than any other. Very few common

* “generalizations about older Americans -- with respect to
income, health or other household characteristics -- are
in fact true of the elderly as a group.

Currently many Federal data bases can not support
detailed analysis of the population age 65 and over for
subpcpulations of great significance to policy makers.
Among these important groups are minority elderly, the
"old-old" (persons age 85 and over), and elderly persons
living in specific 1iving arrangements. There can be no
progress toward more responsive Federal policy in the
absence of such detailed data.

2, The roved integration of data on the economic regources
of older %xlcm with other personal and hougehold
characteristics.

Congressirnal policy makers are often confronted
with inadequate integration of data regarding specific
characterisitics of a survey sample of the elderly --
especially health characteristics -- with relevant data
regarding their economic resources. ot only does this
undercut the ability of Congress to evaluate the income
security needs of the elderly, but it also limits our
understanding of health factors which may be linked to
economic conditions. .

3. The continued growth of longitudinal data bases.

Cross-sectional data on the characteristics of the
population age 65 and over often conceal emerging trends
arong the elderly. Inferences drawn from such data are
subject to severe distortions ag a result of the constant
€rtry of new cohorts into the elderly population.

There is a continuing need for 2xpansion of current
longitudinal data bases, particularly with respeCt to the
economic resources of identified subpopulztions within the
elderly population.

Your initiative is an essential step toward the
development of a body of research and information which will
help policy makers to better understand the needs of older
Americans and to better serve their needs. Unfortunately, the
prevailing enviromment is not conducive to the realization of
your objective. Statistics regarding the clderly are frequently
misunderstcod or misrepresented, and budgetary pressures
undercut data gathering activities. However, by holding a joint
hearing at this crucial time, you have helped give direction to
Federal data gathering activities when such activities had
reached an important crossroad.

Thank you Jor this opportunity to submit my comments for
your hearing record. I look forward to the continued interest
and activities of your Subcommittees with respect to these
issues.

Sincerely,

,ffw%v&//l

Bdward R. Roybal
Chairman
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STATISTICAL POLICY IN AN AGING AMERICA

T

The American Association of Retired Persons (AARP), the nation's
largest organization of persons aged 50 and over, with more than
22 million members, submits the following statement for the recoxd
regarding statistical policy for an aging America.

B

THE NEED FOR STATISTICAL INFORMATION

T RMAY T AXE IV

In our complex and "informstion-driven" society, the need for
more adequate and timely information has increased exponentially.
Not only because there are more Americans, but because there are and
will be more older Americans, our data and information needs have
escalated. To promote better understanding of our changing, aging
society and to meet the challenges that those changes present for all
institutions-~governments, businesses, education and religious oxgani-
zations, and families--it is imperative that public and private sector
policymakers and decision-pakers have access to more complete and
more relevant information. This necessity has been noted in the Joint
Economic Committee's March 1986 report, "Opportunities for Improving
Economic Statistics.” )

The alternatives to timely, coherent, coordinated and comprehen-
sive statistical information are inefficiencies in allocation of
scarce resources by both govermsental and non-governmental sectors--

a situation we can ill afford, particularly in meeting the needs of
the disadvantaged, both young and old. Through the combined effects
of tight budgets compounded by Gramm-Rudman-Hollincs, weakered coordi-
nation among statis.ical agencies, lack of management discretion in
the allocation of funds, and protracted delays in vpdating statistical
concepts, our statistical series are outmoded and there are too many
data gaps.

We are in serious danger of losing some of the significant gains
we have laboriously made in recent years. The solveucy of the Social
Security system, health care cost containment, and the apprepriate
amelioration of poverty can and will suffer from our lagging statisti-
cal response., By reducing our research and data collection efforts,
we undertake plannirg efforts in these vital areas with one hand tied
behind our backs.

THE NEED FOR STATISTICAL INFORMATION IN AN AGING AMERICA

That America is an aging society is no longer disputed. All
current projections indicate that the number and proportion of persons
aged 65 and over will increase markedly during the next fifteen years
and well into the 21st century. This unprecedented graying oI America
means that we must have adequate and timely data on this very hetero-
geneous population, and on the pre-aged (ages 50-64) as well as the
aged. Similarly, we must be abie to track, in a longitudinal fashion,
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AARP Statement
Statistical Policy
in an Aging hmerica
Page 2

distinct subgroups among the elderly such as minorities, women and

the "oldest-01d" aged 85 and over, to meet their specific needs now
and in tae future. To determine how well those needs are being met
and to make government and private programs for the aging and aged

more effective, both baseline and trend data must be generated and

monitored in all areas: income, wealth, health and mental health,

housing and demography.

while statistics are often viewed as esoteric, arcane, and "dry
as dust,” there are multiple users of data on the older population
that are gathered and disseminated by the federal government. Congress,
the Executive Branch and the courts, as well as other national govern-
ments, for-profit businesses and non-profit and voluntary organizations

rely on this information to develop products and health and social
services NMons £ those users alone has sufficient resour~es to devel-

SeryYiCes. RTNC Ta Lalves

op accurate and timely data.

Reductions in professional staff of statistics-gathering federal
agencies and in sample Sizes, both aggregated and disaggregated,
geriously hamper our efforts to meet the challenges of our acing soci-
ety, as do emerging trends in longer intervals between surveys.
Threatened or actual reductions in force-and ceilings on new personnel
hiring over the past five Lo ten years are regulting in a loss of ex-
periencad statisticians without the necessary replacement by younger
professionals, who are loath to consider a federal government career.
Faductions in sample size will lead to our inability to disaggregate
the elderly population and to provide meaningful age detail. This
will lessen our ability to meet the markedly different necds of
individuals who are aged 65 and those who are aged 85. Finally, in-
creasing the time between Surveys, especially in the health care area,
means that the impacts of DRGs and Medicaid changes, and possibly
negative consequences, cannot be evaluated in a timely fashion. The
lack of information has severe implications f.r adequate planning
by individuals and their families and the goveinmental and private
sectors.

THE FEDERAL GOVERNMENT'S ROLE IN MEETING THIS NEED

All modern governments and their predecessors have long reccg-
nized the need for generating statistical information. As we know
from The Bible and other sources, the Romans set up a census process
for taxation purposes. Clogser to our own legal history was the ini-
tiation by William the Conguero- of the Domesday Book and of course,
the institution of the Decennial Census in 1790, shortly after the
founding of our great nation. For almost two centuries, the federal
governaent has played an increasingly important role in the collection

of gtatistical data.

O
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In a parallel fashion, pre-eminent thinkers such as John Stuart
Mill and Thomas Jefferson recognized the 1nportance of informatic .
and i{ts free exercise as being the key to--one might say, the life-
blood of--the viability of democratic soclieties. The First Ameidment
to the Constitution and the court and legislitive protections we have
devised over nea.ly two hundred years attest to the high value we
?sve placed on the free flow of information in the marketplace of

eas.

The federal government has a traditional and unique role in the
collection of statistical information to facilitate that information
flow. No other institution has such a compelling interest. The
for-profit sector, with its focus on market penetration and three to
five year planning cycles, does not have the necessary breadth of
concerns o) resources. Similarly, the non-profit, voluntary sector
and state and local governments are constrained by resources and
mission. Having a functioning, natfonal statistical policy is as
vital to our nation's well-being as having viable defense and trade
policies.

AARP'S ROLE AND ASSISTANCE IN MEETING THIS NEED

As ¢ voluntary membership organization focur:d on the concerns
of older adults, understandaktly AARP does not ¢ mand the resources
necessary to £fill in emerging statistical gaps through extensive
data collection. However, both singly and in cooperation witb other
entities, AARP has perceived its responsibilities in providing sta-
tistical information about older Americans. Two editions of Agin
America: Trends and Projections were developed in collaboration
with the U.S. Senate Special Comnmittee on Aging, the Federal Council
on Aging, and the Administration on Aging of the Department of Health
and Human Services. Por several years, AARP has developed and dis-
seminated a brochure, "A Profile of Older Americans," and most
recently another pamphlet, "A Portrait of Older Minorities." Through
its AARP Andrus Foundation, our organization has provided funding
for projects such as the development of state profiles of the oldest-
old for data-base planning in the field of aging. It should be
noted, however, that all of this dissemination was based on federally
collected data such as the National Health Interview Survey (NHIS),
the Survey of Income and Program Participation (SIPP), and Current
Population Surveys.

RECOMMENDATIONS

AARP recommends that a high priority be given to the objective
of providing adequate funds for data collection and dissemination
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of statistical information about our aging American society. Spe-
cific recommendations to achieve this objective include:

e Promovion of an Interagency Forum and Tagk Force on Aging-
Related Statistics to build upon the National Academy of
Sciences*' compendium of existing surveys and to promote
and strengthen coordination among agencies responsible for
data collection;

e Strengthening current surveys by restoring sample sizes
in the SIPP and NHIS at least to their 1984 levels to
avoid data gaps;

’ e Disaggregation of data about older Americans, both
pre-aged and aged, into smaller age groups of five years
to enhance longer range planning:

e Development of longitudinal data files that join socio-
economic and health data to reflect the interactive nature

of the aging process;

e Creation and dissemination of more and better public use
tapes that maintain confidentially;

e Establishment of mechanisms that promote the timely dis-
semination of statistical information about an aging
America; and

e Resurrcction of the Survey of the Aged and Disabled by the
Social Security Administration designed to focus on those
with low incomes.

AARP stands ready to play its continued dissemination role to
help meet the needs for statistical information in an aging America
and thereby toenhance the quality of life for older Americans, now
and in the future.
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Statement for the Record
by
Emily S. Andrews, Ph.D.
Submitted to the
U.S. Senate
Joint Hearing on Statistical Policy in an Aging America
Commitlee on Labor and Human Resources
Subconmittee on Aging
Subcommittee on Energy, Nuclear Prolifetation,

and Government Processes .

June 3, 1986

EBmily S Andrews is director of rescarch for the Employce Benefit Rescarch
Institute. The vicews expressed in this statement ace solely those of the
author, and do not necessarily rcepresent the views of the trustees and
sponsors of the Employee Bencfit Rescarch Institute, or its staff.
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Thank-you for your invitation to submit writton testimony for the record
of the joint hearing hold by the Subcommittes on Aging and the Subcommittee on
Energy, Muclear Proliferation, and Covernment Processes on the subject of
Statigtical Policy 1in an Aging America. The Expioyece Benefit Rosearch
Institute (EBRI) is a nonprofit, nonpartisan policy research organization
committed to accurate and timely rezearch and education on a wido range of
public and employer-sponsored benofits, such ag retirement and health
iusurance, aid thelr role within the income security system of the natlon.
since EBRI's founding in 1978, we have rolied upon quality data provided by
the federsl sovermment through its many statistical programs. Over the yoars,
we have provicved suggestions on continuing dats nceds to help resoarchers and
policy analysts study cetirement and hoalth 1ssues. For this roason, we
wolcome the ofportunity to share our thoughts with tho Subcommitteos.

Desplts gome vory positive steps in data colloction over tho past decado,
tho avallalility and timoliness of faderal dats has not entiroly mot tho neoeds
of rosoarchers. We also fear roductions in data avallability may occur in the
future, whon informstion on bonefits and bonefit recipiency will be oveon more
cruclal ag tho nation agos.

In addition, glven the likely passago of tax veform leglislation, we will
neod to know its lmpact on the penslion and health plans upen which milllons of
workers and rotirces dopend. In the cvent >f 83 far-roaching a change as
basic tax reform, analysts and rescarchers cannot accurately forescoe the
future and reach reliable . ynclusions. Follow-up cvaluation with up-to-dato
information will be nccessary to cvaluate its cffect and correct for undesired
impacts. bl

Our testimony discusses six specific arcas of concern to the statistical
comnunity interosted in lssucs related to aging in amorica.

T. Recent Initiatives

Two salutory new initiatives have been taken in recont years. the Survey
of Income and Program Participation (SIPP) sponsored by the Census Burcau and
the Survey of Consumer Finances (SCF) sponsored by the Federal keserve Board
and other federal agencies.

SIPP 15 a large, complex sucvey oroviding detalled information on many
types of cash and in kind income. As that survey contlnues, expanded
technical gupport for the survey may also be nceded. Without technical
support, this complex data sct is inaccessible. *

While SIPP can secve many purposes, other special purpose surveys chould
not be refused clearance by the Office of Management and Sudget on the theory
that SIPP can do everything. Some issues, such 28s the numbers and status of
low-1income olderly. the clderly in nursing homes, or the circumstances of the
very old eclderly, over age 85, may require secparste surveys of spocial
populations to achiove mcaningful sample sizes.

The 1982 SCPF 1is the flrst cowmprehensive sutrvey of the assets of the
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population since the 19605, when & similar attempt was funded by tho Federal
Reserve Board. It provides information on the distrlbution of personal sssots
including cmploysc-sponsored pensions. Informatlon on ponsion ecntitlement
from c¢mplovces was matched to cmployer dzta, providing the most completo data
available. An ongolng survey of this type., in which savings can be tracked as
with tho agling of the population, would be invaluable to the rogscarch and
policy community. It would also provide tho Congress v'th a more reollable
plcture of the real oconomic condition of the clderly, in the eovent that
reformg are considered in the varlous public prograns.

II. Supplements to the Current Populaution Survey

In 1972, the Pureau of Labor Statistics., the Social Security
Adninistration, and the Deractment of Troasury funded a survey conducted by
the Cengus Burcau a8 8 supplement to the Current Population Survey collecting
information on penslon plan pacticipation and benoflit ontitlement among
full-time privato-soctor workers. In 1979 the Department of Labor*s Office of
Ponslon and Wolfare DBenefit Programs conducted a siamllar survey on pension
coverage and individual rotirement account (IRA) utllizatlon among all
workers. In 1983 EBRI jolned with the Department of Health and Human Services
to conduct a simlilar Survey including information on univerzal IRAs and 40x(k)
plans. The 1983 data have been ugsed widely to analyze the offecct of
retirement income provisions found in current tax reform anu retirement income
legislative proposals. EBRY lLas propased to fund a slmilac survey in 1988 in
concort with the Social Seccuri.y Adalnstration. Whlle as a private sector
nonprofit institution we arc happy to sponcor a CPS gupplement in conjunction
with the federal government, we regrot that the survey i3 not conducted on a
yoarly or blannual basiz as an ongolng fodeoral statistical program. Because
Congress colles on private-sector programs to supplement benefits provided
throug, .he public soctor, an ongolng foderal statistical program of this
nature wuuld provide vital informatlon on the extent and adequacy of such
supplemontation.

II1. Level of Beneflts Survey

Since 1979 the Bureau of Labor Statistics has collected detalled anpual
data from mediun and large flims on the provalence and provisions of pension,
health, and other employer-sponso.ed benofits. This offort, often called the
Level of Benefits Survey, 1in part rceplaced the Employer Expenditure
Compensation Survey which was discontinued in tae nid 19703. The new affort
is the only nationally representative source of benefits information. But it
does not provide data on benoflts offcreé by small employers. Although the
Bureau of Labor Statlstics 1s consldering the addition <f a small-employer
sample in tho future, this offort lg not undor active consideration within the
next couple of yoars (although a survey of state and local governments musy be
on a faster track). Currently more than half of all American workers are
employed in small establishments. These workers are potentially the most
vulnerable to changes in public pollicy and beneflts costs. With substantial
curcrent lnterest in  the beneflits provided by gomall employers, the
small-caployer segment ought to be conducted on un accelerated schedule
These data would also cnable us to track trends in plan pacticipatlor, on a
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nationwide bagis sand to project thoso tronds to the future.

Iv. 5500 Annual Report Data

Since the Employce Reotirement Income Socurity Act (ERISA) of 1974, most
ponsion and welfare plans are required to file an annual report with the
Intornal Revenue Service which includes considerable financial information
about these plans. ¥o other data gource provides comparable assot
information. The Dopartment of Labor receclves coples of those forms under the
roporting and disclosure provizions of ERISA. Since the first-ycar annual
reports wore filed (fur plan year 1975), the rescarch und policy community has
hoped that the Departaent of Labor (or the Internal Revenue Sorvice) would
provide a statistically rclisbic sample of thesc annual report forms. Early
yoars of data were avallable with a significant time lag and, despite a rocent
flurcy of activity, the last plan yoar available for rescarch ugse is for 1981
(although proliminary 1982 tabulations are available). These data constitute
a potentially valuable resource to study the financlal aspects of pension
plans. Although the PFoderal Reaerve Board is bonchmarking the pension asset
data in the Flow of Fundz on the Department of Labor*s 5500 formz, an ongoing
funded statlistical program 1z neoded. Ad hoc cfforts since 1974 are the
rosult of resource limitations which forestalled an ongoing statlistical
program in this area. These 5500 data are gathered by imposing considerable
costz and offort on the private sector. To allow thesce valuable data to
remaln underutilized is a zorious and unnccessary waste of the nation*s
resources.

V. Access Igsues

The first threc statistical concerns we discussed revolve around problems
of irregular data collection. Uwut {ourth concern, the 5500 form issue, iz one
of access and processing, the dets ere collected but are not avallable to
roscarchers. Researchers would also benefit from more timely or accessible
information from other .dministrative sSources, including filings with the
Internal Revenmie Service for plans that have terminated ané plans that are
starting up. Better access to Penslon Benfit OCuaranty Coryoration data,
including information on plan terminations, would be valuable as well. Once
again, nelther of these agencios has an ongoing statisti.sl program in many
areas of concern.

Our final concern 15 that other data of an ongolng or one time nature nay
be colleocted and processed adequately but then are not released in a timely
manner. Problems of timely relecase have plagued the 1977 lational Heslth Care
Exponditures Study (NHCES) and the 1982 Nursing Houme Survey. Public access to
these data 135 slowed when they are only pruvided to certain rescarchers under
contract to the agency . when information 15 held for cczcacchers wlthin the
agency to uge on a3 monopoly basis.

The Depactment of Labor Survey of Private Pension Benefit Amounts 13
another example of a data collection effort that has zuffered frem these
problens. The survey has been available only to a 1lipited number of
rescarchers under contract to the Laboc Department Outside requests for use
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of tho filos has boon Sytcmatically denied. If this valuable ressarch flle is
oventually rolcased to tha public when DOL now anticipates it w!ll be, the
information on benafits will bo ocight yoars out of date.

The roloase of thoso dats also has been fucther cncumbered bocause of
another type of accoss problem. The Survey of Boneflt Amounts *sas matchod to
carnings cecords from the Social Security Adminstration %0 rescarchors could
track carnings throughout a8 rotirce’'s entire caccer to investigate how
ponsions ace rclated to lifotime carnings Soclal Security carnings cccords
have long been linked to survey data and celeased asz public use fllus aftac
cnsuring that the lnformation Is not so specific that indlviduals can bo
idontificd from the data. Thig wusually has Involved tho dolation of
identifiors and removal of other unique information to ensure that that any
one individual could not be pointed out. Based on intecprotations of the 1976
Tax Reform Act, howover, which, in cssonce, spocifics that tax-cotuen
information cannot be rel.ussed in mlcrodata form without oxtreme safeguacds,
the continued public-use colcase of survey data patched with carnings cecords
has virtually been precluded. This sSnomalous situation occurcod because
Social Security carnings ace reported on Internal Revenue Service fomms. The
upshot of a serics of incomprohensible ncgotlations on the part of the Social
Security Administration and the Internal Revenue Service has been that, with
very few exceptivns, any sucvey that attaches carnings records has virtually
boen cmbargoed- -whether there 15 any technical privacy ceason or not.
Rescarchers have begged both the agencles and the Congress to return suthocity
over the carnings records Lo Soclal Security and to the pre 1976 situation, to
no avail. Also, a major pension forecasting mudel may soon become outdated
without additional carnings rocord data.

vi. HNew Data Souccos .

Hany fcar that in today’s federal budget cnviconment f{ew new dats zourcos
will be developed. Whileo tho Soclial Security Administration conducted 3 major
study of cotirees with the New Beneficlacy Survey, there i no assurance that
anuther study of that type will be funded. Their longitudinal Roticemont
Hastory Study prtovided coscarchers with one of the major datahases to study
the retirement decision and the income of the eclderly. Other longitudinal
data such as the National Longatudinal Survey funded by the Ocpactment of
Labor have aiso cnded. While we do not argue that clther of these sucveys
should be resuscitated (many ¢ .hnical factors would go into that decision),
wo do argue for the nced for longitudinal data to respond to many of the
policy rescacch questions sbout an aging labor force and retirement Qquestions
that nmoure and more congressional committeos ace asking. In a changing
socicty, information about individuals :in the 19705 may provide little
information on the behavior of workers and ceticces in the 1990s.

Conclusion

We fcol that all tho data issues we have raised are vatal to understanding
an aging society. We understand data gathoring is costly and that difficult
decisions must be mado. We have trisd to be speciflic in our suggestions and
have not presented a "wish list” of data needs without regard ti irporctance.
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Clesrly, it is possible for the federal government to be penny-wise and
pound-foolish in data collection. Public policy must continue to be grounded
on a firm understanding of the facts; the facts are only available with a
good statistical foundation and reliable research. We applaud the
Subcommittee for this inquiry intn this important subject and remain willing
to provide further assistance if you should desire it.
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HeaLTH CARE FINAECIN? ADKINISTRATION
S§ATEHENT OR_THE RECORD
JOINT HEARING ON TATISTICA% PoLIcY FOR AN AGING AMERICA
JuNE 3, 1986

THE HEALTH CARE FINANCING ADMINISTRATION (HCFA) APPRECIATES THIS
OPPORTUNITY TO DESCRIBE FOR THE RECORD OF YOUR JOINT HEARING ON
STATISTICAL POLICY FOR AN AGING AMERICA OUR MOST IMPORTANT DATA
COLLECTION AND DISSEMINATION ACTIVITIES RELATING TO THE ELDERLY.

AS AN OBSERVER AT THE RECENT funnlr MEETING ON AGING RELATED SATISTICS,
CO-SPONSORED B¥ THE NATIONAL INSTITUTE ON AGING AND THE U.S. BUREAU OF
THE CENSUS, HCFA LOOKS FORWARD TO EXPLORING THE POSSIBILITY OF NEW
OPPORTUNTTIES FOR LINKAGE oF RECORDS RELATING TO THE ELDERLY AND GREATER
OORDINA™ IN OF DATA AMONG FEDERAL AGENCIES THAT THE PROPOSED INTERAGENCY
ORUM SHOWS PROMISE OF FOSTERING.-

UNLIKE MANY OF THE AGENCIES REPRESENTED AT THAT SUMMIT ﬁssrn*s, HCFA 1s
NOT PRIMARILY A RESEARCH ANB DATA COLLECTION ORGANIZATION, THE AGENCY
WAS ESTABLISHED WITHIN THE DEPARTMENT OF HEALTH AND HUMAN SERVICES 70
COMB INE HEA#XH FINANCINC AND QUALITY ASSURANCE PROGRAMS WITHIN A SINGLE
AGENCY. HCFA 1S RESPONSIBLE FOR THE MEDICARE PROGRAM, FEDERAL
PARTICIPATION IN THE MEDICAID PROGRAM, AND A VARIETY OF OTHER HEALTH CARE
QUALITY ASSURANCE PKOGRAMS. [7S MISSION IS 70 PROMOTE THE TIMELY
DELIVERY OF JPEROPRIATE, QUALITY HEALTH SERVICES TO ITS BENEFICIARIES--
APPROXIMATELY 50 MILLION OF THE NATION’S AGED, DISABLED, AND POOR., IHE
AGENCY 1S ALSO CHARGED WITH ENSURING THAT PROGRAM BENEFICIARIES ARE AWARE
OF THE SERVICES FOR WHICH THEY ARE ELIGIBLE, THAT THOSE SERVICES ARE
ACCESSIBLE AND OF FIGH QUALITY, AND THAT AGENCY POLICIES AND ACTIONS
252?075 EFFICIENCY AND QUALITY WITHIN THE TOTAL HEALTH CARE DELIVERY

£H, .

THUS, WHILE RESEARCH AND DATA COLLECTION ACTIVITIES ARE NOT HCFA’S cHIEF
FUNCTION, THEY ARE A FUNDMENTAL COMPONENT OF THE AGENCY'S MISSIQN, THE
ONGOING DATA GATHERING ASSOCIATED WITH ADMINISTERING THE NATION'S TwO
LARGEST FEDERALLY-FINANCED HEALTH CARE PROGRAMS HAS MADE US A
SIGNIFICANT REPOSITORY WITHIN THE FEDERAL GOVERNMENT OF PRIMARY LATA ON
THE ELDERLY AND DISABLED, IN PARTICULAR, MEDICARE FILES CONTAIN

ﬁ:;gEgA {2#52" MORE THAN 85 PERCENT OF THE AGED INDIVIDUALS IN THE

BECAUSE THESE FILES REPRESENT SUCH A RICH POTENTIAL RESOURCE FOR HEALTH
POLICYHAKING AND RESEARCH, INCLUDING EPIDEMIOLGIC STUDIES, MAK G THEM
ACCESSIBLE, WITHIN LIMITS IMPOSED ON THEIR CONFIDENTIALITY BY THE
PRIVACY ACT aND OTHER CONSIDERATIONS, BEC*HE A SIGNIFICANT CHALLENGE FOR
HCFA, MOVIHG FROM a FOLICY DURING THE MEDICARE PROGRAM'S FIRST TEN
YEARS THAT PREVENTED RELEASE OF INDIVIDUALLY IDEE IFTABLE DATA FOR
PURPOSES HOT DIRECTLY RELATED 7O THE PROGRAM, H HAS IN RECENT YEARS
INITIATED OR FACILITATED THE CARRYING OUT OF A GKOWING NUMBER OF

O
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COOPERATIVE STUDIES AMD OTHER DATA SHARING ARRANGEMENTS. THESE RANGE
FROM CO-SPONSORSHIP OF PERIODIC MAJOR NAT10§AL HEALTH_SURVEYS SUCH AS
THE UPCOMING NATIONAL MEDICAL EXPENDITURES SURVEY (NMES), TO THE SUPPORT
OF A WIDE VARIETY OF FEDERAL RECORD LINKAGE ACTIVITIES CONDUCTED THROUGH
INTERAGENCY AGREEMENTS N ADDITION TO ﬁxFAnnxne THE AVAILABILITY

OF P?iMARY DATA FROM HCFA's DATA BASES, HCFA ALSO PUBLISHES A VARIETY OF
RESEAKCH AND STAT.STICAL REPORTS THAJ MAKE AVAILABLE ADDITIONAL
STATISTILS AND TABULATIONS FROK | "“A'S PRIMARY FILES.

URGANIZATION OF HCFA DATA COLLECTION AND RESEARCH ACTIVITIES

WITHIN HCFA, THREE ORGANlZATlON? HAVE PRIMARY RESPONSIBILITY FOR
§E§B RCH AND DATA COLLECTION, IHE OFFICE OF RESEARCH AND DEMONSTRATIONS
0 CONDUCTS STUDIES AND PROJECTS THAT DEMONSTRATE AND EVALUATE
OPTIONAL REIMBURSEMENT, COVERAGE, ELIGIBILITY AND MANAGEMENT
ALTERNATIVES TO THE PRESENT FEDERAL PROGRAMS., IN ADDITION, ORD EXAMINES
THE 1MPACT OF HCFA PROGRAMS ON HEALTH CARE STATUS, UTILIZATION, AND
EXPENDITURES, AS WELL AS THEIR EFFECT ON BENEFICIARY ACCESS TO SERVICES,
HEALTH CARE PROVIDERS, AND THE HEALTH CARE INDUSTRY.

THE OFFICE OF THE ACTUARY DIRECTS THE ACTUARIAL PROGRAM FOR_HCFA AND
MONITORS NATIONAL HEALTH CARE EXPENDITURES AER PRICES. OCACT ALSO
PROVIDES ANALYSES ON THE COSTS OF CURRENT HCFA PROGRAMS AND THE INPACT
OF POSSIBLE LEGISLATIVE OR ADMINISTRATIVE CHANGES IN THE PROGRAMS,

THE BureAu OF DATA MANAGEMENT AND STRATEGY (BDMS) OEERATES HCFA's
STATISTICAL DATA SYSTEM AND MAINTAINS THE NATIONAL MEDICARE STATISTICAL
FILES, BDMS ALSO SERVES AS THE FOCAL PO_:T WITHIN THE AGE~CY FOR
INFORMATION SYSTEMS POLICY, PLANNING, AND DATA STANDARDS DEVELOPHENT.

HCFA'S MAJOR DATA BASES

THE MEDICARE STAT]STASAL SYSTEM_(MSS), ANNUAL AGGREGA DATA DERIVED
FROM TATE MEDICAID MANAGEMENT INFORMATION SySTEM (MAMIS) FltEE AND DATA
FROM THE 982 NATIONAL MEDICAL (ARE EXPENDITURES SURVEY (NMLU $), ARE
CURRENTLY HCFA'S MOST IHEORTANT STATISTICAL DATA B?ﬁﬁf A NEW
coppnsusnsxvs NATIONAL MEDICAL EXPENDITURE SURVEY $), SPONSORED BY
HCFA AND THE NAIégykL CENTER FOR HEALTH SERVICES RESEARCH, WILL BE
CARRIED OUT IN .

OF THESE THRTE MAJOR HCFA DATA ?ASFS. THE MSS 1S THE MOST COMPLETE AND
VERSATILE. IN OPERATION SINCE 196D, THE SYSTEM COMBINES SEVERAL
ADMINISTRATIVE RECORD SYSTEMS THAT ARE CENTRALLY MAINTAINED IN THE
PERATION OF THE MEDICARE PROGRAM. IHREE PRINCIPAL FiLES ARE THE HEALTH
NSURANCE MASTER FILE, WHICH CONTAINS A RcCORD ON EACH OF THE
aPPROXlHATEL 0 MILLION AGED AND DISABLED MEDICARE ENROLLEES; THE
ROVIDER OF SERVICES FILE, CONTAINING DESCRIPTIVE INFORMATION BY
PROVIDER NUMBER ON EVERY ONE OF THE NEARLY £8,000 FACILITIES THAT
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PARTICIPATE IN MEDICARE AND/OR MEDICAID; AND THE UTILIZATION FILE, wnicH
CONTAINS CENTRALLY PROCESSED MEDICARE DIAGNOSIS, PROCEDURE, SILLING, AND
REIMBURSEMENT INFORMATION,

UTILIZATION RECORDS WITHIN THE MSS CAN BE MATCHED TO ENROLLMENT AND
PROVIDER RECORDS, PROVIDING THE BASIS FOR JEVELOPING POPULATION<~BASED
STATISTICS, THE MSS ﬁLso SUPPORTS CONSISENT LONGITUDINAL AND CROSS-
SECTIONAL ANALYSES, BECAUSE BOTH THE LOCATION OF THE ENROLLEE AND
PROVIDER ARE KNOWN, GEOGRAPHIC DISAGGREGATION 1S POSSIBLE DOWN TO THE
ZiP CODE LEVEL, LINKAGES ACROSS UTILIZATION, ENROLLEE, AND PROVIDEK
FILES ENABLE THE CALCULATION OF UTILIZATION RATES FOR NUMEROUS COHORT
snoeﬁgEgssgggn BY AGE, RACE, SEX, GEOGRAPHIC RESIDENCE, AND TYPE OF
SER .

THE MSS 1? MASSIVE IN VOLUME, AND EVEN COMPONENTS OF IT ARE CUMBERSOME
T0 USE._ FOR EXAMPLE, IN 1984, ABoUT 12 HILLION INPATIENT HOSPITAL
BILLS, 30 MILLION OUTPATIENT HOSPITAL BILLS AND 150 MILLION
;u}glClAg/supPLIFR PAYMENT RECORDS WERE RECEIVED AND PROCESSED WITKIN
HIS FILE,

IN ORDER TO FACILITATE ACCESS TO PRIMARY STATISTICS WITHIN 1HE MSS, HCFA
MAINTAINS A SUMMARY FILE ON A CONTINUOUS ANNUAL BASIS WHICH LINKS DATA
COVERING ALL MEDICARE BENEFITS ON A 5 PERCENT SAMPLE OF BENEFICIARIES
CHARACTERISTICS, BENEFICIARY CHARACTERISTICS AND DATA ON EACH HOSPITAL
AND SKILLED NURSING FACILITY STAY ALONG WITH DIAGNOSTIC AND SURGICAL
INFORMATION ARE INCLUDED IN TH S CONYINUOUS MEDICARE HISTORY SAMPLE

S), WHICH CAN BE USED AS A .ONGITUDIN?L STATISTICAh BATA BASE TO
STUDY UTILIZATION OF MEDICARE BENEFITS N_ADDITION, HCFA 1? 5R§NTLY
TMPLEMENTING A NEW MEDICARE AUTOMATED DATA RETRIEVAL SYSTEM S),
WHICH IS DESIGNED TO REORGANIZE ?un INDEX THE MASSIVE MEDICARE 100
PERCENT BILL AND RECORD PAYMENT FILE. THIS PROJECT wILL MAKE IT EASIER
AND LESS EXPEN§§VE TO RETRIEYE DATA FOR RESEARCH AND DEMONSTRATION
PURPOSES. MAURS WILL CONTAIN 100 PERCENT OF WOSPITAL BILLS, OUTPATIENT
BILLS, SKILLED NURSING FACILITY BILLS, AND PHYSICIAN AND SUPPLIER
PAYMENT RECORDS, IHE SYSTEM WILL INCLUDE FOR THE FIRST TIME BOTH PART A
AND PART B CLAIMS RECORDS.

PUBLICATIONS, INCLUDING THE HEALTH CARE FINANCING PROGRAM STATISTICS
SERIES MAKE AVAILABLE MEDICARE STATISTICS ONH BENEFIC "RY UTILJZATION
BILLED CHARGEZ AND REIMBURSEMENT FOR EACH COVERED SEk,ICES. REPORTS ARE
ALSO PREPARED ON CHARACTERISTICS OF THE MEDICARE BENEFICIARY POPULATION
AS WELL AS THE PROVIDERS OF SERVICES,

HCFA DOES NOT ROUTINELY RECLIVE ANY INDIVIDUAL DATA ON MEDICAID
ELIGIBLES AND R§C}PIENTS OR ON PAYMENTS MADE FOR MEDICAL SERVICES
PROVIDEDL. THE STATES ARE, HOWEVER, REQUIRED TO REPORT AGGREGA*F
STATISTICS ON THE MEDICAID PROGRAM T THE FEDERAL GOVERNMENT, FoOR
RESEARCMEﬁS INTERESTED IN THE ELDERLY EHE MOST IMPORTANT SOURCE OF
NATIONAL MEDICAID DATA IS THE ANNUAL HCFA-2082 FORM, WHICH COLLECTS
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INFORMATION ON RECIPIENTS AND ON EXPENDITURES BY TYPE OF RECIPIENT AND
BY TYPE OF MEDICAL SERVICE, AS WELL AS DEMOGRAPKiC INFORMATION AND UNITS
OF SERVICE FOR _LONG TERM CARE AND qELECTER HED]CAbAPROVlDERS.

IN

H1S
CLAIHS FILE DATA IS PART OF THE MEDICAID 1MUM TT (MMDS), WHICH
N TURN z ? §UBS£T 0F THE STATE'S MEDJCA1D MANAGEMENT INFORMATION
YSTEM, (MMIS HEDICAAE INANCIAL DATA SET, CONSISTING OF
INFORMATION SUBMITTED TO F?g INTERNAL BUDGET AND REIMBURSEMENT
PURPOSES IS ALSO PART OF THE MM, BUT ONLY DATA FROM THE MMDS ARE
ROUTINELY MADE AVAILABLE FOR RESEARCH PURPOSES.

YEDICAID 2082 DATA ARZ CONSIDERABLY LESS POWERFUL THAN MSS DATA.
POPULATION-BASED UTILIZATION RATES CANNOT BE CALCULATED. LONGITUDINAL
AND CROSS-SECTIONAL COMPARISONS ARE ALSO Llnlzag BY THE FACT THAT NOT
ALL STATES HAVE R;EORTED UNIFORMLY SINCE %Hg 2082 DATA BASE BECAME
ESTABLISHED IN 1 WHILE THE MEDICAID 2082 DATA REPRESENT LIMITED
NALYTIC CAPACITY, THE SIZE OF THE DATA BASE IS RELATIVELY HANAGEA?LE

c?np TERIZED VERSION OF ITS MAJOR CQMPONENTS SPANNING THE YEARS 1975
T0 1982 1S AVAlLAﬁtE TO THE PUBLIC. ADDITIONAL DATA ARE ROUTINELY MADE
gVAlLABLE IN_TWo HCFA PUBLICATIONS: THE NATIONAL ANNUAL MEDICAID
TATISTICAL REPORT AND THE MEDICARE AND MEDICAID DATA BOOK

BECAUSE OF THE LIMITS INHERENT IN MEDICAIR'S 2082 DATA BASE, HCTA
DEVELOPED THROUGH A_SPECIAL "TAPE-TO-TAPE" PRQJECT, A LIMITED PERSON-
TEVEL ATA BASE ON THE MEDICAID POPULATION. OPANNING ONLY THE YEARS
980-83, THIS DATA BASE INCLUDES

qEDlCAéD RECIPIENTS IN ONLY FIVE STATES. _HOWEVER, THESE STATES (NEW
ORK, CALIFORNIA, MICHIGAN, GEORGIA, AND TENNESSEE) Euconpexs A LARGE
PERCENTAGE OF THE NATIONAL MEDICAID POPULATION. lTHlN THIS DATA
BASE IS CURRENTLY BEING LINKED TO MEDICARE DATA FOR A STUDY OF ELDERLY
ERSONS WHO ARE DUALLY ELIGIBLE FOR THE MEDICAID AND MEDICARE PROGRAMS.
HERE AR NO CURRENT PLANS TO PRODUCE PUBLIC USE TAPES OF THIS DATA.
SINCE 1953, THE FEDERAL GOVERNMENT HAS AT INTERMITTENT INTERVALS
CONDUCTED seveu SURVEYS OF NATIONAL HEALTH CARE UTILIZATION AN8
XPENDITURES, EE MOST RECENT OF THESE E NATIONAL MEDICAL ARE
TILIZATION AND EXPENDITURE SURVEY (NRCUE W s c SPONSgﬁEg
AND THE NATIONAL CENTER FOR HEALTH TAIIb.'CS
REFLECT THE HEALTH CARE EXPERIENCE OF THE CI”I%IAN NONINoTITUTIONALlZED
POPULATION OF THE UNITED STATES DURING 1980, THE sunvev WAS DESIGNED
WITH SPECiAL EHP?AS]S ON THE EXPERIENCE OF "EDIﬁﬂEﬁ gnn MEDIC
BENEFICIARIES. [HE DATA BASE CONSTRUCTED FROH nensrs ELIGIBILITY
AND REIMBURSEMENT DATA FROM MEDICARE AND MEDICAID ADMINISTRATIVE FILES
WITH INTERVIEX DATA DERIVED FROM A SERIES OF QUESTIONNAIRES ADMIN;STERED
TO A RANDOMLY SELECTED NATIONAL HOUSEHOLD SAMPLE PANEL OF THE CIVILTAN
NONINSTITUTIONAL POPULATION AND A FOUR-STATE RANDOMLY SELECTED MEDICAID
HOUSEHOLD SAMPLE PANEYL,

THE _NMCUES DATA BASE, COMPLETED AND MADE AVAILABLE TO THE PUBLIC IN
1933, PRODUCES A COHPOSITE PICTURE OF COVERAGE, SERVICE USE, AND
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EXPENDITURE PATTERNS FOR MEDICARE AND MEDICAID ENROLLEES. IT THus
AUGMENTS THE TYPES OF ANALYSES THAT CAN BE CONDUCTED ON BENEFICIARIES

ND ENASLES COMPARISIONS OF BENEFICIARY TO MONBENEFICIARY POPULATION.

T SHOULD BE NOTED, HOWEVER, THAT WHILE SURVEYS HAVE DECIDED STRENGTHS,
THEY ARE VERY EXPENSIVE AND COMPLICATED IN ACTUAL USE ENCE THEY ARE
INFREQUENTLY UNDERTAKEN. WHILE THE DATA SETS FROM NMCUES AND EARLIER
SURVEYS HAVE SERVED HEALTH CARE_POLICY MAKERS AND ANALYSTS WELL, THEY
WILL BE LONG OUT OF DATE BY 198/, WHEN THE ngT SURVEY IN THE SERIES,
T:EENélégﬁAL MEDICAL EXPENDITURE Survey (NMES), IS SCHEDULED TO BE
UNDER .

DATA SHARING ARRANGEMENTS

Access To HCFA FILES HAS BEEN OPENED FOR A HéE VARIETY OF HEALTH
RESEARCH PROJECTS DURING THE PAST DECADE, H ROUNTINELY SHARES DATA
WITH OTHER AGENCIEEOHITHIN THE UEPARTMENT: WITH OUR GRANTEESFAND

S e g e

$0NTRACTORS‘ WITH NGRESS AND ITS AGENCIES, INCLUDING TaE FICE OF
ECHNOLOG ASSESSHENT. ONGRESSIONAL BUDGET QFFICE, AND 8x RigglgnéL

ESEARCH SERVJCE; WITH YVERSIGHT AGENCIES, INCLEDING THE
EPARTHENT'S OFFICE OF INSPECTOR GiNERAL; WITH GOVERNMENT COMMISSIONS,
INCLUDING THE PROSPECTIVE PAYMENT ASSESSMENT COMMISSION; ANe. T0 A
ESSER EXTENT, HI}H OTHER GOVFRNMENT AGENCIES, SUCH AS THE YETERANS
DMINISTRATION, INFREQUENTLY, DATA ARE ALSO FURNISHED FOR PRIVATELY
FUNDED STUDIES UNDER STRINGENT FORMAL REQUIREMENTS.

THESE DATA SHARING ARRANGEMENTS ARE NOF.MALLY UNDERTAKEN TO FACILITATE
POLICY DEVELOPMENT AND FOR PURPOSES OF SLRIOUS PROGRAMIATIC AND BASIC
RESEARCH, CARE IS TAKEN TO ASSURE THAT WHEN DISCLOSING DATA IN HCFA
FILES ON MEDICARE BENEFICIARIES Tue} CONTAIN INDIVI ?Ak lgENTlFlERg, THE
gnov:s:onx o; THE PRIVACY ACT OF 1974 (AND SecTioN J10b6(A) oF THE SoCiaL
ECURITY ACT) ARE FOLLOWED AND PROPERLY ENFORCED, GENERALLY, THE
PRIVACY ACT PROHIBITS DISCLOSURE ?F SUCH DATA EXCEPT UNDER ONE OF ITS
SPECIFIC DISCLOSURE PrOVISIONS., FOR EXAMPLE, ONE OF THESE PROVISIONS
ALLOWS DISCLOSURE BY ONE EMPLOYEE OF AN AGENCY TO ANOTHER EMPLOYEE OF
THE SAME AGENCY ON A NEED-TO-KNOW BASIS.

SINCE ALL OF HHS 1S ZON> JERED TO BE A SIHGLE AGENCY, HCFA 1S ABLE To
RELEASE DATA TO COMFONEN:s QF THE PUBLIC HEALTH SERVICE AND TO THE
SOCIAL SECURITY ADMINISTRATIONS AFTER ESTABLISHING THE VALIDITY Or THE

D,

INDIVIDUALLY IDENTIFIABLE DATA CAN BE RELEASED OUTSIDE THE AGENCY FOR
PURPOSES WHICH ARE COMPATIBLE WITH THE PURPQSES FOR WHICH_THE DATA WERE
COLLEETED, UNDER THE SO-CALLED "ROUTINE USE"” PROVISION, RELEASE OF DATA
T0 hCFA CONTRACTORS AND STATE AGENCIES IS MADE UNDER THIS PROvISION,

HCFA 4as ALSO DEVELOPED A “ROUTINE USE" CATEGORY FOR RELEAS” OF DATA TO

OQUTSIDE INDIVIDIALS AND ORGANIZATIONS FOR RTSZARCH THAT 1S DETERMINED TO
BE COMPATIBLE WITH PROGRAM PURPOSES AND IS I4PORTANT AND SOUNDLY
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DESIGNED. FOR EXAMPLE, TO MEET THE NEEDS OF THE AHERICAN”HOSPlTAL
ﬁgssx&AEION”AND SIMILAR ORGANIZATIONS, A FILE CALLED THE "MODIFIED

b ILE” WAS DEVELOPED FROM MEDICARE DATA ON A SAMPLE OF
BENEFICIARIES DISCHARGED FROM SHORT-TERM HOSPITALS. [HE FILE CONTAINS
DETAILED INFORMATION ON SERVICES, CHARGES, AND DIAGNOSES OF
BENEFICIARIES IN THE SAMPLE. PROTECTION OF BENEFICIARY PRIVACY 1S
INSURED BY DELETION OF ALL DAT? ELEMENTS LIKELY TO PERMIT IDENTIFICATION
OF INDIVIDUAL BENEFICIARIES., 10 BUTTRESS THIS PROTECTION, USERS OF THIS
FILE ARE REQUIRED TO SIGN AN AGREEMENT TO PROTECT THE DATA FROM ANY
EFFORT TO DEDUCE INDIVIDUAL BENEFICIARY IDENTITIES.,

UNgER ADDITIONAL PRIVACY AcT PROVISIONS, HCFA ALSO RELEASES DATA TO THE
g. . BUREAU OF THE CENSUS, LAW ENFORCEMENT AGENCIES, AND PURSUANT TO
OURT ORDER.

CURRENT INTERAGENCY COOPERATVE EFFORTS

HCFA ENGAGES IN NUMEROUS COLLABORATIVE PROJECTS WITH OTHER FEDERAL

AGENCIES DESIGNED TO LINK MEDICARE CLAIMS DATA WITH DATA FROM OTHER

Xﬁuacss,ln ORDER TO INCREASE OUR COLLECTIVE UNDtRSTANDING OF ASPECTS OF
ERICA'S AGING PUPULATION,

TWO MAJOR PROJECTS THAT LINK MEDICARE DATA WITH INFORMTION FROM THE
SoC1AL_SECYR1TY ADMlNhSTRATlON (SSA) ARE CURR%eThg unnskggv, NE_ST'JDY
LINKS THE ONTlNUOU? EDICARE HISTORY SAMPLE (CMHAS), T0_SSA'S CONTINUOUS
LlSAB&LlTY,HlSTORY 1LE, A FILE REPRESENTING FROM }g 20_PERCEMT OF
EACH STATE'S NEWLY AWARDED DISABLED POPULATION IN 1975, THE STUDY 13
FOLLOH§99 THE E?ICARE EXPERIENCE OF PERSONS AHARDED gstanggx,ln 75
FROM | 10 1981, A SECOND PROJECT, LINKING THE CMHS WiTh S
CONTINUOUS WORK Hl?ggRY AMPkg, 1S IN THE PLANNING STAGES WITH LINKAGE
EXPECTED LATER IN b,  SSA's ?Ng PERCENT LONGITUDINAL SAMPLE OF
EARNINGS KIS szs FROM 195/ 10 1982 WiLL BE LINKED TO MEDICARE FILES,
AS WILL THE Fng ;0N1?1N1§g RECORDS BY EMPLOYER AND INDLSTRY THAT
RUNS FROM 195/ 10 1982, THE SOA DATA ARE REGARDED AS gg TF SENSITIVE
BECAUSE Tnsv CONTALN RECORDS OF TAXABLE EARNINGS THA CANNOT RELEASE
UNDER THE PRIVACY ACT, EVEN _FOR RESEARCH PURPOSES. 10 SOLVE THIS
PROBLEM, HCFA 1S PROVIDING SSA WITH THE MEDICARE gATA NEEDED TO "ﬁKE THE
LINKAVE AND ALL DATA PROCESSING WILL BE DONE BY SSA. INITIALLY, HCFA
PLANS TO USE THE DATA RESULTING iROM THIS LINKAGE TO STUDY MEDICARE
EﬁéLé$ﬁE’?N ON THE PART OF ELDERL. BENEFICIARIES BY INDUSTRY OF PREVIOUS

t

L AT,

HCFA 1S AESO PARTICIPATING IN A NUMBER OF JOINT STUDIES WiTH THE
ATIONAL CENTER ON HEALTH STATISTICS THAT INVOLVE LlNKlNﬁ MEDICARE
CLAIMS DATA WJTH INFORMATION NBTAINED_ FROM lNTER%lEHS. N EXAMPLE OF
Tgs E 1S THE 1980 NATIONAL MORTALITY FOLLOWBACn SURVEY, THROUGH WHICH
NCHS 1S ZOLLECTING INFORMATION ABOUT THE HEALTH AND USE OF SERVICES IN
THE LAST YEAR OF LIFE FROM THE NEXT OF KIN OF PERSONS DYING IN 1980.

-6~
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THE STUDY WILL LINK A SAMPLE OF DEATH RECORDS TO HCFA’S MEDICARE
ﬁ CORDS, PERMITTING GREATER OPPORTUNITIES FOR STATISTICAL ANALYSIS THAN
ULD OTHERWISE RESULT FROM INTERVIEWS WITH RELATIVES.

IN ADDITION TO THESE DATA LINKAGE ACTIVITIES, HCFA ACTIVELY SPONSORS
LARGE-SCALE NATIONAL SURVEYS QF HEALTH gARE FOCUSED ON THE ELDERhE For
ﬁﬁAbeE. THO SUCCESSIVE LONG JERM CARE SURVEYS, CO-SPONSQRED BY HCFA AND

S’ UFFICE OE ggs SSlggANT ECRETARY FOR PLANNING AND EVALUATION, WERE
CONDUCTED IN 1982 AND 1984, THESE SURVEYS ASKED DETAILED QUESTIONS OF
SAMPLES OF FUNCTIONALLY IMPAIRED MED§CA E BENEFiCIARIES, DaATA
COLLECTION WAS CART&ED ouT BY THE U.S. CENSUS UREAS PUBLIC USE TAPES
RE AVAILABLE FOR 1982 AND ARE IN DEVELOPMENT FOR 1984 DATA.

HE SURVﬁY gr MOST CURRENT lNISR;ST hs HE NATIONAL MEDICAL EXPENDITURE
URVEY (NMES), SCHEDULED FOR 198 MES 1S DESIGNED TO PROVIDE NEEDED
DATA ON THE ELDERLY POPULATION. FUNCTIONALLY IMPAIRED PERSONS WILL BE
OVERSAMPLED, MANY OF WHOM ARE FLDERLY. ALSO, FOR THE FIRST TIME BOTH
NONINSTITUTIONALIZED AND INSTITUTIONALIZED POPULATIONS WILL BE INCLUDED
IN THE SAM? SURVEY. [HE NURSING HOME SAMPLE WILL BE PREDOMINATELY
ELDERLY. 1HIS SURVEY WILL PROVIDE UTILIZATION AND EXPENDITURE DATA FOR
INDIVIDUALS IN INSTITUTIONS AS WELL AS THOSE IN THE COMMUNITY. OSPECIAL
EFFORTS WILL BE MADE TO COLLECT DATA ON HOME HEALTH CARE.

NMES 1S THE BEST EXAMPLE OF HH}CH HCFA 1S AWARE OF EFFORTS BEING MADE TO
COLLABORATE AMONG A NUMBER OF FEDERAL AGENCIES WITH RESPONSIBILITIES FOR
COLLE&XING DATA ON THE ELDERLY. [HE SURYEY WILL BE JOINTLY Abnénésrsnsb

Y H AND THE NATIONAL CENTER FOR HEALTH SEﬁ§§CES ESEARCH ( R).

HE NATIONAL CENTER FOR HEALTH STATISTICS (N WILL ASSUME A
SUPPORTING ROLE, PROYIDING c°ﬂ83k7A7'°" AND TECHNICAL ADYICE AS
AYAILABLE RESOURCES PERMIT, S PRIMARY CONCERN 1S WITH UTILIZATION
AND EXPENDITURﬁ ﬁg&A FOR PERSONS IN THE MEDICARE AND MEDICAID
POPULATIONS., NC WILL USE THE DATA FOR POLICY RESEARCH Gd KEY
NATIONAL HEALTH ISSUES, INCLUDING THE EFFECTS OF PROPOSALS TO CHANGE
PATTERNS AND LEVELS OF US: ANB EXPEND'TURES AS WELL AS THE_STRUCTURE OF
YRIVATE HEALTn INSURANCE AND FEDERAL FINANCING PROGRAMS, THE NATIONAL

NSTITUTE OF MENTAL HEALTH WILL FOCUS ON PATTERNS OF COMMUNITY YERSUS
INSTITUTIONAL CARE AND RELATERHEglMEURSEMENT PATTERNS QF PERSQNS WITH
AND HITH?YT ?ENTAL ILLNESS, WILL BE USED BY THE [N”'AN HEALTH
SERVICE (INS)  T0 ASCERTAIN ALL HEALTH CARE RESOURCES (IAS AND NON-IHS)
BEING UTILIZED BY AMERICAN INDIANS AND ALASKA NATIVES AND O EST,MATE
ASSOCIATED CHARGES AND SOURCES OF PAYMENT.

AN IMPORTANT ADJUNCT T0 HCFA'S COLLABORATIVE DATA COLLECTI"y ACTIVITIES
AND COOPERATIVE RESEARCH EFFORTS IS THE AGENCY'S SPONSOF .niP O

SCHOLARLY STUDIES ATHED AT IKPROVING FEDERAL DATA RESC RCES. ~[WROUGH AN
INTERAGENCY AGREEWENT N1Tj THE NATIONAL SCIENCE FouNDAYION, HC

FROVIDES SUPPORT FOR THE FOUNDATION S CONITTEE O NATIOHAL STATISTICS.
HE COMMITTEE IS COMPOSED OF DISTINGUISHED STATISTICIANS WHO WORK TO
IVPROVE THE STATISTICAL METHORS AFD STATISTICAL INFORMATION ON WK CH
PUBLIC DECISIONS ARE BASED. PROJECTS DEEMED OF POTENTIAL NATIONAL
SIGNIFICANCE ARE IDENTIFIED FOR STUDY.
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SNE SUCH srusv wHicH HCFA 1s SUPPORLING 13 THE PANEL ON STATISTICAL
ROBLEMS IN POLICY ANALYSIx FOR AN AG OPULATIEE CURRENTLY BEING
EONDUCTED BY THE NATIONAL ACADEMY OF clsncig A Is ONE OF SEVEN
EDERAL AGENCIES SPONSORING THIS TWO-YEAR NAS PANEL, WHICH IS EXABININ@
A BROAD RANGE OF ISSUES INVOLVING AGING-RELATED STATISTICS. ANEL'S
CONCERNS INCLUDE THE ADEQUACY OF CURRENT DATA RESOYRCES FOR HEALTH
POLICY ANALYSIS OF THE AGED., UPON COMPLETION, IN SEPTEMBER | 8b STUDY
RECOMMENDATIONS ARE EXPFCTED CONCERNING FUTURE DATA COLLECTION
ACTIVITIES, DATA GAPS, AND IMPROVEMENTS IN STATISTICAL METHODOLOGY  ONE
PRODUCT OF THE STUDY WILL BE A4 INVENTORY OF AVAILABLE DATA SETS ON THE
AGING POPULATION.

CONCLUSAON

IN suMMarY, HCFA OFFERS EXTENSIVE PRIMARY DATA RESOURCES FOR RESEARCH
INTO ISSUES RELATING TO THE ELDERLY. OVER THE PAST TEN YEARS, THE
AGENCY HAS GRADUALLY OPENED ACCESS TO ITS DATA FILES UNPZR PROTECTIVE
PROCEDURES WHICH RESULT IN MINIMAL INTRUSION INTO THE PRIVACY OF
BENEFICIARIFS. CURRENT DATA SHARING ARRANGEMENTS HAVE BEEN aEEI§VED
THRGUGH INDIVIDUAL INTERAGENCY AGREEMENT AS WELL AS THROUGH

CTIVE PARTICIPATION IN FORMAL AND INFORMAL DISCUSSIONS WITH OTHER
EDERAL AGENCIES AND QUASI-GOVERNMENTAL ORGANIZATIONS CONCERNED WITH
INPROVING THE RELEVANCY AND AVAILABILITY OF DATA ON THE AGING,

THE ASSISTANCE THAT HCFA PRGVIDES IN MAK'NG I1TS FILES ACCESSIBLE HAS
ALWAYS BEEN CONTINGENT UPON THE AVAILABILITY OF SUFFICIENT RESOURCES,
SINCE EVERY APPROYED REQUEST FOR DATA GENERALLY HAS TO BE PRODUCED
INDIVIDUALLY BY A STAFF ¥HOSE PRIMARY RESPONSIBILITY IS TO PREPARE DATA
FOR INTERNAL PURPOSES. HFREFORE: HHILE ﬁE SHARE THE ENTHUSIASM FOR THE
CONCEPT OF AN INTERAGENCY FORUM QN AGING RELATED STATISTICS THAT WAS SO
APPARENT AT LAST HONTH S SuMMIT CONFERENCE, IT WOULD BE UNREALISTIC TO
IGNORE THE RcALITY THAT AEX SUBSTANTIAL GROWTH IN THE LEVEL OF
INTERAGEWCY ASSISTANCE HCFA PROVIDES WOULD REGUIRE CAREFUL EVALUATION OF
THE IMPACT ON ITS SUDGET AND RESOURCE AVAILABILITY,

O
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NASUA )

KATIONAL ASSOCIATION OF STATE UNCTE ON AGING KATIONAL AS2OCIATION OF AREA AQZNCILS ON AGING
Q02 484-7182 (202) 434 1520

June 19, 1986

Hs. Penny Bogas

Subcommittee on Aging

428 Dirksen Sonste Office Building
Wazhington, D.C. 20510

Dear Ms. Bogas:

Thank you for the opportunity to subnit teatimony on the fmportant issue
of a statistical policy in an aging America. As representstives of the S7
State Units and 667 Area Agencies on Aging, NASUA and NAAAA recognize that
tinely and sccurate information £s essential for the effective plauning and
mansgenent of gervices for older persons.

In this regard, we sre curcently pursuing seversl initiatives which are
designed to collect and present {nfornatfon in & manner useful for decision
azking at the national, state and locsl level, hoth within and outside of
government.

The firct of these is the National Data Rase on Aging, a repository of
statisticsl {nformation on the prograns of State Units and Area Agencies,
vhich 18 available to fndividusls, agencies &nd organizations with sn
intcrest in services for older persons. A detailed description of this
information resource is attached for fnclusion as part of our testimony.

In an effort to encourage state snd local sgencies to make effective use
of available inforuatfon, two other {nitiatives have baen undertaken. Theoe
are:

3 Catalogs of Microcomputer Systems Applications for Ares Agencies and
Siete Calrs on Aging, designed to encoursge replication of effectively
aper .ting inforuation mansgeniit systens.

o wodel to forecast service needs of the eiderlr a. the sta*e and iccsl
level, bazed on the concept of functionsl fapairmeut.

We applsud yo:r efforta to hel, guarz..ce uccess €0 rel. .ot fnformation
en .ie elderly and prograns which svcve thea. If yot h-ve qu. “fins sbout
any of our re)~..” {nitistives pl-awe feel free to coatact us

s Sincer ly, 7; 0 ! E ,
Daniel A. QulM Raviwo * €. Hastaiish

Executive Director Fxecutive director
NASUA NAAAA

[

B, ".a'yland Avenue, S W, Suite 208, Washi \gton, D C 20024
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retessionals an the ficld of
Pl:mg have Jong re-opnmized
the nced for umcly and sccu-
13t~ dsta (0 SUPPOIL PIOPIfen Man-
£ senices development. and
rescarch functions Todtay, computer
information »;3tems which present
daty that can be used in deciston
making and analus an helping to
meet this need
Revopgrizing the uging. netword s
need for hag! qud's, information.
the Nationat Assocsstion of State
Lnits on Aping (NASUA) 3nd the
National Asvociation of Arca Agen.
wcs on Aping {INAAAA) huve de-
veloped 1he Nations! Data Base on
Apng o provik precise anforma-
von on the charxtenvns minaes
and wrvices of State and Arca Agen.
Ctes on Apang

A ! Surveys C

The DATA BASE wus inttiated to
tedt the feanblity of using 8 volup-
tary systens to collect information at
the aationsl level about the programs
of State 23d Arca Agencics on
Aping The soum effort undertuken
hy NASUA snd NAAAA an!
funded, an part, hy the Administras
tion on Aging  involves an snnual
questiannaire survey of all State
Unus and o onc-thind sample of Arca
Agonics

The DAIA BAS) supeesems the
firad nispn shiative conductod it
ssonal s to cosnpik ounparshk
informianion ahout wit mctivits and
srviees upporied by this actward
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1w domgned to address several
major problems

® The sparaty of tniy and &
curate dts about SUA and AAAYS
and thair suacisted senvaces and &
tnaties for older psrsons,

® The tack of data comparataliry,
g1ven the range of service defimtions
in use and

® The lack of useful ferdbach of
informanon o thine agencses that
have provided data trom time to
ume

The DATA BASE has addressed
thesesproblems In teversl w-ys

® Through 3 systematic approxch
for ungming data collection

® By cmploying « uniform sct of
servie defimtions for conustently
campiling octwork program sc-
tivaties, and

® By tnvolsang intended benefici-
anes and respondents of the DATA
BASE in al) phases of the projects
design and implementx «on

How Can The Dats Be Used?

Crrment DATA BASE vens in-
cludc market rescarch conultants.
yournaliata, husineas and industry. in
additson t1 State and Area Apencics
Scverul examples illustratc the ways
in which the YATA BASE can he
uwd

8 A uninematy prafessor con-
Sucting 4 sudy 00 nutnitional sen
1es fin the oty contacted t
DALA BAM for arfurmstion on 10
Ates Apencses o6t which he was bas
1y hisstudy The DATA BAST sup

THE NATIONAL
DATA BASE
ON AGING

AN INFORMATICN RESOURCE YOU SHOULD KNOW ABOUT

plicd 1nformation on the number of
persons receivang services, thear
charactenstics, the number of meals
scrved and the cost The avalahdny
of thys information saved the re
searcher and the AAA's sigmificant
ume and expense

B A Static Umt on Aging i the
midwest planncd 1o puth for state
dollars to fund a peopram that would
enable clderly pessons 10 receine
home heatth care The DATA BASEH
Jonaded maodeds of simifar proprann
being implemented succeacfully n
other states

B An Arcs Agency darector called
the DATA BASL 10 find out heas the
tevel of Joca! funde in has arcs com
pared tu other locales wath similar |
levels of populstion and urbamza
uon When the infos “ation provaded
showsd that his finand sl support
was low hy companson. he pre-
sented the data to hix ety council
snd «htsaned an incressc 1n fuca!
funding

B An insursnce company on-
tacted the DATA BASE for informa
ton on Arcs Agencses that use thar
own staff and vehicles to transport
older pervons  The company intend
¢d to offer an insurance plan cover
tng tramaporistion hatatity, and
needed to know if there wore & larpe
emwgh marker fue sch 2 plan The
DAIA BASE was
abl 1 compale
e nedod
mingeution
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Access to the DATA BASE cun be
sccomplished in several wayr. Fint,
NASUA and NAAAA have pud-
tished and will continue to Staicipate
and publish, the kinds of repoets
which pofentiat usens of the DATA
BASE may want. In addition, any.
one may contact the DATA BASE by
using its toll frec number. (R00)
4249126 A safl penon will dus-
cins your information request and
compilc 8 repaort tailored 1o your
meds b thawe with their own
computcr sapatuhiy. machine reads.
hic duta «o1s are alvo availsblc in »
vancty of formats

What Do Services Cost?

The initial consultation to discuss
how the DATA BASE can meet your
information need i3 free After that,
3 343 00 per hour charge s made for
saff ume involved in datc retncval.
analyan and wnte up

The DATA BASE can provide »
great deal more than Just 1aw sois-
ties Customized services and pre-
sentation Quality products include
propeactary rcports analy zed to your
specifications  longiudiral ana-
Tyses. marhet s¢gmentation (by
statc. county. or other critens)
charta, tahics. and maps

The Natrwonal Dats Bawe on Aging
represents 2 new and important re.
source for 8 wide vancty of usen It
i anticipaed that the data will be
particularty useful 1o State and Arca
Agemnics on Aging in improving the
cffecvivencas and efficiency of scrv-
wes for the growing older popula-
ton

This artle wus prepared h DATA
BASE stoff from she National Asso
clotion of State Units on Aging and
The Natioral Association of Area
Agcncies on Aging

239

State Unils on Aging:

® Executive Director Proflic

® SUA UrCanization

® Stsffing Profilc/Tumover

® Advisory Council Make-Up and
Runctions

® Planning a.sd Policy Approaches

® Intrasate Runding Formulas

® Funding Sourves and Amounts

® Computer System Profile

® Program Accomplishment.

& Management {nitiatives

® Training/Professional Develop-

ment Activitics

Area Agencies on Aging:

® Executive Director Profile

® Suffing Profile/Tumover

® Advisory Council Make-up and
Runction

® AAA Organization

& Grants Management Procedures
® Pianming and Pulicy Approsches
® Funding Sources and Amounts
® { mputer System Profile

® Program Accomphishments

Information Categories
In the National Data Bese on Aging

® Management Initistives
® Training/Professional Develop
ment Activities

Service Provider Agency
Grants and Contracts:

® Profit of cach Provider
& Mcthod of Resmbunenic,

® Priority  Serane and Clen
Targcng

® Characterintica of Senvice Delin
ety Sites

® Sources and Amounts of Runding

Cllents snd Bervices:

® Services Provided

® Expenditures and Units Provide:
by Service

® Numbers and Charrctenistng ©
Puons Served by Service

U.S Censua Statlatics

® Total Popuistion

= Elderty Population

® Suxte. County. Planming. an
Scrvice Arca Summanes

SERVICE
EXPENDITURES
BY AREA

AGENCIES
ON AGING

[ Dzta Base on Agng

—_—
CONQREQATE vﬁ/
3%
H—HOME
Y u.:x
\ sevnces

LCCEss

An examplo of the graphics that czn be produced from the Nationa!
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Otfice of the wastingten DC 20420

Adminisirator
of Vaterans Affsirs

Veterans
Administration

JUL2 185

‘Honorable Thad Cochran

Chairman, Subcommittee on Energy,
Ruclear Proliferatior and
Government Processes

Committee on Governmental Affairs'
United States Senate

Washington, D.C. 20510

Dear Hr. Chairman:

Thank you for Yyours and Senator Grassley's letter of June 4
inviting our comments as a follow-up to your joint hearing

on Statistical Policy in an Aging America.

Key VA officials attended that hearing and have been in-
volved in the important coordination efforts to date
regarding data :ollection and research highlighted at the
hearing.

The VA, of course, is keenly interested in the area of
aging-related statistics, particularly as regards the
so-called aging veteran, We applaud the initiative of the
National Institute on Aging and the Bureau of the Census to
develop mechanisms to coordinate data collection and
research in this area to meet Federal agencies' respective
needs in a cost-efficlient way.

While the VA already collects and analyzes some demographic
and socio-econozic data on aging veterans, we foresee
additional data requirements that might be met through
collaborative efforts. These include needs for epidemiolog-
ical, demographic, and ecconomic daca. We welcone the pros=~
pect that this initiative to foster federal sharing of
information-gathering and related policy planning may help
neet these needs.

We look forward to continued progress on this initiative and
inte~d to work toward it with the lead agencies. A similar
letter has been sent to Senator Grassley.

Sincerely,

R Zry

O
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INVENTORY OF DATA SETS RELATED TO
THE HEALTH OF THE ELDERLY

Panel on Statistics for an Aging Population
Cocmittee on National Statistics
Cormission on Behavioral and Social Scienoes and Education
Natic..xl Research Council

Washington, DC 1986
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NOTICEL: The project that is the subject of this report was agproved by
the Governing Board of the National Research Council, whose members are
drawn from the councils of the National Acadexy of Sciences, the
National Academy of Engineering, and the Institute of Medicine. The
members Of the committee responsible for the report wete chosen for
their special competences and with regurd for approgriate balance.

This report has been reviewed by a group other than the authors
accurding to procedures apprQved by a Report Review Committee
consisting of members of the National Academy of Sciences, the National
Academy of Enginecring, and the Institute af Medicine.

The National Research Council was established by the National Acadsry
of Sciences in 1916 to associate the broad community of science and
technology with the Academy's purposes of furthering Xnowledge and of
advising the federal govecament. The Council operates in accordance
with general policies determined by the Academy under the authority of
its congressional charter of 1863, which estublishes the Academy as a
private, nonprofii, self-governing membership corporation. The Council
has become the principal operating agency of both the National Acadeny
of Sciences and the National Academy of Engineering in the conduct of
their services to the government, the public, and the scientific and
engineering communities. It 1s administered jointly by both Acidemies
and the Institute of Medict The National Academy of Engineering and
the Institute Of Medicine were established in 1964 and 1970,
respectively, under the charter of the National Acadamy of Sciences.
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PANEL ON STATISTICS FOR AN AGING POPULATION

SAM SHAPIRO, (Chair), Health Services Research and Development Center,
Johns Hopkins University

DAN G. BLAZER, II, Department of Psychiatry, Duke University Medical Center

LAURENCE G. BRANCH, Department of Social Medicine and Health Policy,
Harvard Medical Center

HEAL E. CUTLER, Department of Political Science, University of Southern
California

JEANNE E. GRIFFITH, Edtcation and Public Welfare Division, Congressional
Rasearch Service, Library of Congress

ROBERT L. RAEN, Ins*itute for Social Research, University of Michigen

GARY KOCH, Department of Biostatistics, School of Public Health, University
of North Carolina

JUDITH R. LAVE, Graduate School of Public Health, University of Pittsburgh

KENNETH G. MANTON, Center for Demographic Studies, Duke University

DOROTHY P. RICE, Aging Health Policy Center, University of California,
San Francisco

JOHN W. ROWE, Division on Aging, Harvard Medical School

ETHEL SHANAS, Department of Sociology, University of Illinois at Chicago
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JAMES H. WARE, Department of Biostatistics, Harvard School of Public Health

DOROTHY M. GILFORD, Study Director
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PREFACE

The graying of the U.S. population is a fundamental and far-reaching
contemporary demographic shift. This trend will have profound consequences
for society, the economy, and health care. Many issues will arise in the
areas of health and medical care, income support and social security, work
opportunities, and the quality of life. The Committee on National
Statis'.ics. recognizing that adequate statistical information will be needed
to pave policy decisions for the elderly on a sound factual basis, proposed
a study of statistical problems in policy analysis for an aging povulation.
Thz objectives of the study are to determine data needs for policy analysis
for health and related issues for the aging population; to assess the
adequacy of current data sources; to make recommendations to fill data gaps;
and to synthesize the statistical methodology vseful in policy analysis for
the elderly and recommend a research agenda to extend this methodology.

Funding for the study was provided by a consortium of agencies including
the Office of the Assistant Secretary for Planning and Evaluation of the
U.S. Department of Health and Human Services, the Health Care Financing
Administration, the National Institute on Aging, the National Institute of
Mental Health, the Social Security Administration, the Veterans
Adpinistration, and the National Center for dealth Statistics, which is
serving as the contracting agency for the study.

The Panel on Statistics for an Aging Population was established to
undertake the study. At its first meeting, the panel recognized the need
for a compilation of descriptions of available data sets related to the
health of the elderly. It was proposed that the panel develop such a
compilation, since existing inventories arv not up to date. Although
compiling the inventory made major demands on staff time, the panel was
convinced that the investment was worthwhile, since the inventory bas
provided background essential for the panel's work and, in addition, will be
a valuable resouvce for schcols of public health and for the research
community concerned with the aging population. The National Institute on
nging provided additional funding for the irnventory because of its potential
value to researchers.

The seven federal agencies sponsoring the panel's activities provided
major assistance in developing the inventory. Each agency appolated a
representative to a task force, .haired by Joan Van Nostrarl .f the National
Center for Health Statistics, to assist 1. the design of th. inventory and
in the collection of information on the data sets o: their respective
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agencles. The representatives were Paul Gayer (Office of Assistant
Secretary for Planning and Evaluation, Department of Health and Human
Services), Joan Van Nostrand (National Center for Health Stntisties), Judit
Kasper (Health Care Financing Administration), Ronald Abeles (National
Institute on Aging), David Larson (National Institute of Mental BHealth),
Melinda Upp (Social Security Administration), and Phyllis Thorburn (Veteran
Administration). Their efforts greatly facilitated the completion of the
inventory.

Joan Van Nostrand and panel member Jeann® Griffith gave freely of their
time to participate in early meetings with the staff to plan the inventory.
These initial plans were reviewed by the egensy task force and by the panel.
These reviews improved the plans for the inventory and enhanced the
relevance of the information collected.

The panel was fortunate to have Lillian Guralnick take on orimcry
responsibility for developing the inventory. Few people possesc bir broad
knowledge of health statistics programs, her ability to vrganize a complex
task, and her quiet persistence in follow-up and problem resolution. Staff
member Carolyn Rogurs tracked down information on academic data .lves
related to aging and assisted in drafting part of the introduction. Dorothr-
Gilford, study director, rot only found both siaff and funding resource-. or
the inventory but alsoc offered assistance and helpful counsel throughout its
preparation. The panel also wishes to thank the many persons who provided
information for one or more inventory forms, especially Donald Fowles
(Administration on Aging), Cynthia Taeuber (Bureau of the Census), and Dan
Walden (National Center for Health Services Research and Technology
Assessment).

Paula Lovas of the National Gerontology Resource Center of the American
Association of Retired Persons and Rosalyn Leiderman of the National Academy
of Sciences Library gave generously of their time to conplete a search for
data bases in the literature on aging. Christine MeShane, editor of the
Cormission on Behavioral and Social Seiences and Education nelped to design
the format for presenting the data sets and to resolve edit.rial problems as
they arose. Staff member Carlotta Molitor with inexhaustible patience
comp”led the disks for the data sets in the inventory, took charge of the
flow of mail, the corrections, and the endless detail.

For the pane: and myself, I would like to express appreciaticn to
all of the people involved, especially to Lillian Guralnick, for their
cormitment, dedication, and efforts. We, and the many people concerned with
aging, are indebted to then.

Sam Shapiro, Chair
Panel on Statistics for
an Aging Population
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INTRODUCTION

SC,PE OF THE INVENTORY

This inventory was prepared as part of the background for th3y work of the
Panel on Statistics for an Aging Population. The first step in oreating the
inventory was to establish criteria for irclusion of a data set in the
inventory. The panel agreed that a data system would be included if it met
the following specifications:

(1) 1t comprises a period.c or a continuous national collection of
inforzacion related to the health of the elderly population of the United
States. (It may be part of a collection for the total population.) The
data system may relate to the health »f individuels, health care
expenditures, services provided, or health care resources. It may be
designed for individual data or for aggregate data, such as data for states
or institutions.

(2) It contains one-time or subnational studies of seminal

importance.

(3) It contains current data or the most recent available for a

particular topiec.

(4) It provides basic dewographic data.

(5) 1t is available for further analysis, even though there may be
some restrictions on use of the data.

The panel construed the health of the elderly broadly, as related to a
way of life, rather than to physical zondition alone. Housing. income, and
availability and access tc medical care and other lifu-support services were
all seen as appropriate subjects related to health. The requirerent that
the data sets included in the inventory be available for further analysis
reduced the number of eligible studies sharply, excluding in particular
those that were not relatively recent. .
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GENERATING THE INVENTORY
Y

The panel reviewed inventories of either data for the elderly or health da
in general and selected datr sets that met the stated criteria. The
inventories reviewed are:

Health Data Inventory, Fiscal Year 1983-1984. (U.S. Department of

Health and Human Services, Januar; 1984),

Health and . Services Inyentory on Data Projects and S stems, Fisc
Year 1985:. (U.S. Depatrtment of Health and Human Services, 1986).
. . . 1, DN
ventory of Fede ‘Statistical P Relating to Older Persons.

(0.S. Department of Health, Education, and Welfare, Administration on
Aging, 1979).

Inven of Data Soureds on the Functi nally Lir’ ted Elderly. (u.S.

0ffice of Management and Budget, Human Resources, “aterans, and Labor
Special Studies Division, 1980).

National Statistics on Childrea, Youth, and Their Families: A Guide to
Federal Data

rams, (Prepared for the Interagency Conference on
Child and Family Statistios, National Ipstitute of Child Health and
Human Development, Bethesda, MD, 1984. Many of the programs described
apply to all age groups.)

Inventory of U.S. Health Care Data Bases, 1976-83. (American Hospital

Aszociation and U.S.D.H 9.S. Health Resources and Services
Adainistration. No publication date--19847),

These sources do not exhaust the data on the elcerly available in the UzZzed
States, but do desariba the wajor accessible siudies,

4 1list <Z a1l apparently relevant data bases was culled from the ~4x
inventories listed. The list was separated into data sets collected by the
sponsoring agencies and the remainder. The representatives of the
sp.nsoriog agenoies took on responsibility for having the forms completed
for all data sets listed for their respective organizations. In addition,
they provided desoriptions of studies too recent to be listed in any
pudblished inventor, and major studies resulting from contracts or grants
that had come to their attention.

A data collction form modeled after the one used in National Statistics
on Children, Youth, and Their Fanilies was adopted, with appropriate changes
in format and in information to be collected (Figure 1).

For data sets collected by aguacies sther than sponsors, the coatact
person given in the inventory was called to ascertain ‘he name of the most
appropriate person to address for ourrent information. The dats collection
form and a oovering letter were sent to that person, requesting return of
the completed form by a specific date. For many cata requests, follow-up
was necessary to elicit a response or to olarify or splete the information
submitted. Generally, the completed forms from all sources were entered
into a computer file with as little cbange as possible. It was not
possible, houwever, to list all pudblicationt produced from some data sets;
this is usually indicated in the deseription.

oo
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March 22, 1985

- PANEL, ON STATISTICS FOR AR AGINGPOPULATION:
INVENTORY OF DATA SETS RELATED TO HEALTH

Gengral Ingtructions
A data set should be in'luded in the inventory if:

1. the data system inoludss a periodic or a continuous national

- colleotion of information related to the health of the elderly

\ population of the United States. (This may be part of a col”
leation for the total population.) ZThe data system may relate
to health of individuals, to health care expenditures, to ser-
vices provided, or to health'care resources. It may be de-
signed for irdividual data or for aggregate data, such as data
for states or institutions.

2, it contains ome-time, or subnational studics of seminal im-
portance.

3. data are current, or the most recent available for a partic-
ular topia.

4. or if it provides bagic demographic data.

If the space for an item on this form is inadequate, please conmtinue
on a blank sheet, identifying the item described.
PLEASE ATTACH A COPY OF YOUR DATA COLLECTION FORM.

TITLE. The nae of the data set used in bibliographic refsrences
TITLE:

SPPNSORSHIP: The agency responsible for the conduct of the etudy

SPONSORSHIP:
AGENCY:
PROJECT CHIEF: NAME
TITLE
UNIT

PURPOSE: The reasons the data collectior system was established
PURPOSE:

DESIGN. Tne wniverse for which data are cvl.eoted. 1f a 8ample, the nature
of tne sarple, ite 8ize, nonresponse rate, atirition rates for re-
peated samvles, is thie a longitudinal etudy; does it make use of
data linked to other tilee or samples?

DESIGN:

FIGURE 1 Form used to collect information (n data sets.

3
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(2)

TITLE:

CONTENT. Describe briefly the nature of information collected. Tf there are
variations for different years or collection cycles, what are they?
CONTENT:

YEARS OF DATA COLLECTION. Describe the periodicity of the study, or
list the “wdividual years for which the study has been completed,
the years now budgeted and planned, and expected release daves
for currect data collectioms.

YEARS OF DATA COLLECTICH:

PUBLICATIONS. List major publications, or reference i liet .S rul.iections.
PUBLICATIONS:

AVAILABILITY OF UNPUBLISHED DATA. Ina.cate uwhether data are available as
wipublished tabulations or on public use data tapes, for what years,
and how wnpublished data can be cbtained.

AVAILABILITY OF UNPUBLISHED DATA:

Are any of your data tapes in the collection of the National Archive of
Computerized Data un Aging maintained by the Inter-university Consortiwn
for Political and Socral Research, ann Arbor, Michigan? Specify.

CONTACT  “he person who can provide information about the data set,
answer questions about published and wipublished data, and can
refer the inquirer to techmcal staff, i1f necessary.

CONTACT: NAME

TELEPHONE NUMBER
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Harital status
Migration or mobility

household

Other professionsl resources services
Alcohol and drug abuse ‘“enters
HEALTH LXPENSES Physician services/visits
Costs of care Lental services/visits
Out~-of-pocket costs Prescription drugs
Medicare Other
hedicatd

State axpenditures
Private insurance

Tiskty

Types of Data Collected

The categories are intended to eho. the content area of the daca system, but not necessarily
every item included in the data colleotion, Enter YES or HO for each iten.

of mobility
Iepsiraents
Usual activity status 3/

Data Pubdlic Data Public
File Usa Tape File Use Tape]
DEMOGRAPHIC DATA HEALTH
Educational level Acute and chronic conditions 2/
Race Disability days
Ethnicity Chronic limitations:
Sex of act..ity

VITAL STATISTICS

Natalfity ALCOHOL, DRUG ABUSE AND MENTAL ‘u...d
Hortality

Cognitive impairment scale

Harriage B havior pr.‘lens
Divorce Depression
#1cohol use —_—
HOUSING Drug abuse -
Type of dwalling 1/ —
No. of persons in household CHAXNGES IN:
Relationship of persons fn Horbidizy

Functional Iimftations
Self-perceived health
INCOHE AMND WEALTH

Labor force participation FUNCTIONAL LEVELS
Total income
Scurces of {ncoze
Net assets

Social interaccion &/

Activities of daily living 5/

Instrumental activities of
datly living 6/

HEALTH RESOURCES

General hospitals HEALTH CARE UTILIZATION 1/
Private psychiatric hospitals
Public mental health hospitals
Nurzing hazes

Otner institutional resources
Cousunity=-based resources
Health professions

General hospital sarvices
hursing hoae gervices

Hooe health care
Rehabilitation

Hental health hospi alfzation
Hental health outpac'ant

SOCIAL SERVICES 8/

OTHER BROAD CATEGORY FOR SAMPLING Lh.T
Specify:

O
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Housa, apartoent, boarding home, residential treatzent centers, etc,

Includes diagnostic data

Normal daily activity: workirg, keapins house, retired, other

Sovial interact’sn includes contacts with friends, relatives, parcticipation in group
activities, including relirious activities

Activities of daily living fnclude ability to bathe oneself, dress oneself, etc.
Instrusental activities of daily living are dufined as shopping, household chores,
managing money, etc.

Utilization covers length of stay, number of dischar,.s, days of carc, nusber of visits
Includes dosestic and transportation services, meals-.u-wheels, day care, respite care,
case -lmst_:_._n_l‘ .E,c_'_.<
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TITLE:

Ate
Total
under 65
63=74

75 84
85+

Iten
Date of birth
Soctal Securi

Srallest
Agze classea:

60-64
65+

Geographic data:
Largeat umit (Specify)

65~T4, 75-84, 85+
Other (Specify)

Selected Items in Data Set

SIZE OF S/MPLE: Bnter the number and the nonresponss rate for each age
group. Enter NA (not avatlable) where that is the cass.
SIZE OF SAMPLE (or universs, if the data set is not sarpled):

Nurber in Saxpls  Nonresponsa Rate

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS: Enter YES i1f avoilable,
¥A (not avatlabla) if that {8 the oass.
AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS:

Data Fils Public Use Tape

ty Nuober

Veteran Status

Data Fila Public Use Tape Publiched Tables

uwit (Specify)

Singla years

Retwrn this form and the data collection form to:

Dorothy M. Gilford, JB8S0
National Acaderry of Soieroes
2101 Constitution Avenus, N.¥.
Washington, D,C. 20418

Attention: Niss Lillian Guralnio™

If you have any questions, please oall Miss Gural.ick
at 202-484-1342, or 202-334-3010.

O

ERIC

Aruitoxt provided by Eic:

63~532 0 ~ 86 - 9




I3

e

254

Letters were also sent to the directors of university gerontology <tudy
centers supported by grants from the Administration on Aging. A few
responses wers recoeised to the affect that their atudies did not meet the
oriteria; in one csse, 2 useful data base was reported.

The National Tecknical Information Service in the U.S. Department cf
Corxerce maintains an abatract file of all reports on research that are
foderally funded and deposited with their agency. The file was sear hed
through the Dialog Invormation Retrieval Servioce for studies on the 3alta
of the elderly for reports published during the period 1965-1985. The
search produced abstract. of an impresalve list of reports and suggested

. ingquiries for some additiopal data bases.

The area of research funded by nonfederal organizations was largely
unexplored. The studies with nonfederal sponsorship listed in the inventory
are those woll known in the health literature.

The inventory will be sdded to the Kational Arohive of Computerized Data
on Aging maintained at the University of Miohigan, where it will bs updated
periodicelly with support from the National Inatitute on Aging. Information
on publioly available data sets not in this inventory that oould be added
should be sent to:

The Inter-University Consortium for Political and Sooial Research
P.0. Box 1218
Ann Arbor, HI 38106

GUIDE TO USE OF THE INVENTORY

The key to the inventory is the Summary Table (pages 18-29), whish 1ists in
alphabetical order the sponsors of the data seta followed by tho data set
titles. For data sets sponsored by more than one agency or vhen the
supporting and contracting sgencies differ, the namez of all the
partioipating organizations appear with appropriato cross-references. The
Susmary Table indicates the types of data collected with asterisks; when
mpore than half the detailed items on the dats colleotion form were Checked,
two asterisks are enterod in the Summary Tadle.

The Susmary Table can be used to looate the description of & known
study, or to £ind the titles of all studies listed under the different typez
of data ¢ollected. Further information concerning a data set say be found
in the narrative desoription provided on the individual forms.

In addition to the data sst desoriptions, the inventory includes a final
sootion desoribing selected resources for additional data. The volume
oonoludes with an index of data sets.
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Scme of the major federal and aozdemioc sources of data sets are dassribed
below, followed by information on relevant bibliographic services.

VEDERAL DAYA SOURCRS

Host health data are colleoted and wado available by a few federal
8genoies. Scme important sources of data on bealth and health-related
topios for tbe elderly are described below.

Departnent of Health :nd Human Services (DHAS)
Office of the Assistant Seoretary for Plinning and Evalustion

The Office of the Assistant Seoretary for Planning and Evaluation maintains
the Evaluation Dooumentation Center. The Conter makes the following
services and materials available: a 1ibrary of all DEES final evaluatica
reports and executive susmurios; oompendium of DHHS evaluaticn studies, botb
completed and in prof ss; and abstraots of evaluation studies sorted by
subject, program, sy .sor, and dates. Informaticn oan bo odtained from:

Health and Human Services Evaluation Doouzentation Center
Room 336G Bubert Humphrey Building

200 Independence Avenus, SW

Wasbingten, DC 20201

(202) 2%5-7155

Hational Conter for Health Statistics
The Hational Center for Health Statistios 15 one of the eajor fedaral

statistical agenoies. It operates a diverse survey and inventory prograp
with legislative authorization to oollect statistics on:

O
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o The extent and nature of illness and disability of the population of
the United States, inocluding life expectancy, maternal morbidity,
and wortality;

o The impact of illness anac disability of the pnrmlation on the
econony of the United States and on other ac of the well-being
of i%s population;

o Environmental, soccial, and other health hazards;

0 Determinants of health;

o Health resources, including Lealth professionals by specialty and
type of practice, and the supply of services by hospitals, extended
care facilities, home health agencies, and other health
inatitutions;

¢ Utilization of health care, including ambulatory health services,
tle services of hospitals, extended care facilities, home health
agencies, and other institutions;

0 Health oare costs and financing; and

o Fanmily formation, growth, and dissolution.

The Center's own data collection staff is very spall. It collects most
of 1ts data through interagency agreements with the U.S. Bureau of the
Census or through contracts with nonfederal organizations.

Its major data collection programs are:

Vital Statistiocs: births, deaths, marriages, and divorces
National Survey of Family Growth

Vaticnal Health Interview Survey

National Medicare Care Utilirzction and Expenditure Survey
National Fealth and Nutrition Examination Survey

National Hospital Discharge Survey

National Asbulatory Medical Care Survey

National Nursing Home Survey

Natior 11 Master Facility Inventory

Those are desorib~1 briefly in HCHS Data Systems of the hational Center
for Health Statistics, (Serics 1, No. 16, December 1989), which also carries
a doscription of the publication series (a series is used to publish data
from 2 particular survey). The Center releases an annual Catalog of
Publfioation» of the National Center for Health Statistics. The Center also
releases annually a Catalog of Public Uss Data Tapes from the National
Conter for Health Statistics. The majority of these data tapes are now sold
Ly the National Technical Information Service.

Requests for publications and information or inquiries concerning data
tapes, special tabulations, and other assistance should be directed to:

Scientific and Technical Branch
National Center for Health Statiatics
Public Health Service

Hyattaville, MD 20782

O
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Socisl Security Adatnistration

Yaricus statistical: data systems, containing both administrative and survey
data, have been developed by the Office of Research, Statistics, and
International Polioy (ORSIP) of the Social Security Administration (SSA).
Some of the data systems have been included in the inventory. All of the
ORSIP data systems are described in the QRSIP Publications
Social Security Administration, Office of Pclicy, Office of Research,
Statistics, and Internatioral Policy (SSA Publications No. 13-11925). A
number of the files are designed for public use, but several are restricted
and released only under certain legally defined conditions of privacy and
confidentiality. In some cases, files are not available to the public even
on a restricted badsis. However, tabulations from such files may be obtained
on a coat-reimbursable basis from SSA, provided they satisfy ORSIP
disclosure guidelines.

Ceneral questions relating to the availabilily of data from restricted
ORSIP files should be addressed to:

r

Confidentiality Policy Project, Room 912

Office of Research, Statistics, aud International Policy (ORSIP)
Office of Policy

Social Security Administration

1875 Connecticut Avenue, NW

Washington, DC 20009

(202) 673-6024

Health Care Financing Administration

The Health Care Financing Auministration (HCFA) is the federal program
responsible for the overall administration of the Medicare and Medicaid
programs. The Hedicare program covers hospital, physicians, and related
services chiefly for persons 65 years of age and older, while Medioaid is
designed to serve the low-income population as defined by each state.

Tre process of administering the Medicare program gives rise to a
complex system of files to identify insured persons, eligible providers of
care, gervices used, payments to providers, and copayments and premiuzs paid
by the insured. The files and their contents are completely described in
the Medicare Statistical Files Manual, Bureau of Data Management and
Strategy (EDMS), HCFA, September 1983. With the exception of public use
files, HCFA data are confidentisl in accordance with the Privacy Act of 1974
(P.L. 93-579). Data are released only to contractors and grantees and other
researchers in special cases.

The chief activity of HCFA 1s the administration of its progranm.
Research 13 conducted mainly by the Office of Research and Demonstrations
(ORD) and through grants and contracts. Each grant and contract supported
by HCFA produces a final report that is placed with the National Technical
Information Service (HTIS). In addition, the ORD and the BDMS publish an
extensive series of reports providing program data and research findings.
The Heglth Care Financing Review is a quarterly journal focusing on
research, demonatration, sud statistical findings in the area of health care
financing. It 13 available by aubacription from HCFA's Office of Research
and Demonstrations.

1o
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Brief reports of program dats are published in Health Care Financing
Motes and more complete reporta in tha Medicare Program Statistics Series.
Reports from all HCFA-funded extramural projects are available. from HTIS.
Sslected reports are published in the¢ Health Care Financing Grants and
Contracts Reoorts series. A complr.e list of publications can be rbtained
from:

Publicaticns and Inforzation Resources Office
Oak Meadows Building

6325 Security Boulevard

Baltimore, MD 21207

Bureau of the Census

The Census Bureau is a major source of data and stat{-tics on the population
of the United States. Data published by age groups . based on decennial
censuses and are used !n planning and anslysis concerning the elderly. Data
from sample surveys such as the Current Popule ion Survey (CPS) and the
Survey of Income and Program Participation (SXPP) are also useful in
studying the elderly population.

& comprehensive guide to materials and reports published by the Census
Bureau is contained in the publication Bureau of the Census Catalog: 1984,
This _atalog deseribes all products (rsports, machine-readable files,
microfiche, and maps) issued from January 1980 through December 1983. It
also abstracts a few key reference publicatiocws issued before 1v80 and
includes a list of titles of all machine-readable data files, regardless of
date. Chapters deal with one subject, e.g., population, and cover rost
data, although a special section combines all references from the 1930
Census of Population and Housing.

The population chapter contains socioceconcmic data derived from the
Census of Population and sample surveys. The following series of reports
are based on the Curreant Population Survey:

P-20 Population Characteristies
P-23 Special Studies
P-27 Farm Population
P-60 Consumer Income

Several other data user guides are available. The Monthly Product
Announcemont updates the bibliographic references in the catalog. A monthly
newsletter, Data U'sers News, informa data users about new Census Bureau
products, census and survey plans, and other program developments. The
Directory of Data Files contains abstracts that describe all Census Bureau
data files (summary statistios, microdata and geographic reference data) and
software issued through December 1983. Of particular interest is the Guide
Book to 1980 Census Data on the Elderly.

A refereme guide to the CPS lists reports by subject area., including
sections on the elderly, income, and projections. The guide, updated
annually, is: Current Populatisn Reports, Series P-23, No. 109, Subject

Index to Current Population Reports: Decenmber 1980, U.S. Government
Printing Office, Washington, DC, 1981.

11
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Data from SIPP are published in a working paper series as well as in
quarterly reports in the Current Population Reports, Series P-70. To order
data products, contact:

Data User Services Division
Custorer Servizes

Bureau of the Census
Waahington, DC 20233

{301) 763-3100

The Bureau has establisheu a4 central focus for data on the older

population under Cynthia M. Taeuber (301-763-7948). The goals of that
. office are to:

(1) Davelop statistiocs on the older population that will meet the
data needs of the research and policy-mnking community with
quality data.

(2) Become a focal point for sgencies inaide and outside the
government for shared interests in statistics on aging through
cooperative prograns.

(3) Work especially closely with agenvies inside and outside the
government that share Census Bursau interests.

Azong the reports on aging prepared at the Bureau are:

U.S. Bursau of the Census, Jacob S. Siegel and Maria Davidson,
Current Population Reports, Series P-23, No. 138, Demographic and
Socioeconomic Aspects of Aging in the United States, U.S. Government
Printing office, Washington, DC, 198%.

U.8. Bureau of the Census, Cynthia M. Taeuber, Current Population
Reports, Series P-23, No. 128, America in Transition: An Aging
Society, U.S. Government Printing Office, Washington, DC, 1983.

Char federal organizations collect data specifically directed to their
mission. The National Center for Health Services Research, the
Adninistration on Aging, and the Hational Institute on Aging all produce
information valuable to the study of health needs and services for the
elderly population, as illustrated by the projects undertaken by these
agencies that are listed in the inventory.

12
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UNIVERSITY DATA SOURCES

Several universities have become apecialirzed repositories for inforzmation
related to the elderly, as well as in research in the field. The major
centers are at the Duke Univeraity Medioal Center, Brown University, and the
University of Michigan,

Duke Tuiversity Medical Center

The Center for the Study of Aging and Human Development at Duke was created
in 1955 to serve as an all-university research facility. As suoh it has
pioneered and continues to conduct research in multidisciplinary
longitudinal studies of aging, behavio:-sl and socioeconozic atudies, life
transitions (particularly retirement), basic biomedioal topios, clinical
studies, and polioy studiea.

The Center's research and training in the servioe of older adults
includes the translation and dissemination of information to research
investiyators, prrotitioners, and the gyneral public. The Division of
Geriatrics ooordinates advanced olinical trainisg in wmedicine, family
nedioine, psychiatry, and other disoip*<“nss, In addition, the Center's
Geriatrio Evaluation and Treatment Clinic offers servioce to dlder persons
and their faxilies, Inquiries concerni=g the Center's research program
should be addressed to:

Harvey Jay Cohen, M.D., Direotor

Centar for the 3tudy of Aging and Human Development
-ax 3003

Duke University Medical Center

Durbam, NC 27710

The Data Archive for Aging ard Adult Development (DAAAD), establis. 4n
1976, provides research resovrces and suppc-t servicer for the study of
aging and the life cycle from @ social science perspective. Majsr resources
are:

EWIC--a comprehensive index of training materials and reiated .
publications in gerontology and geriatrica.

DATA ARCBIVE--data sets, docuzentation, and consultation for
research in aduil development and aging, with emphasis on
longitudinal studies and computer/statistical suoport.

Major activities inolude the identification, processing, and
distrihution of social surveys related to aging and lifo cycle research as
well as tht development of technical reports anc 1a. The
DAAAD Refersnoe Guide describes the current data holdings; DAAAD can
distribute data tapes with documentation to interasted users and also
provides consultation servioes. Address inquiries concerning data to:

Linda K, George, Director, Data Archive
Box 3003

Duke Univeraity Medical Center

Durham, RC 27710

(919) 684-320%

13
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Several pioneering research studies conducted by the Center include:
Durhan ¢lder American Resources and Services (OARS) Community .surtey, Durham
OARS Institutional Survey, Second Duke Longitudinal Study (SDLS), and the
Duke Work and Retirement Study. The development of the OARS methodology has
subsequently led to numerous major studies of the well-being of older
people. The Data Archive also contains national studies related to aging
and health issues which are referenced elsewhere in the inventory.
Publications of the Center are:

Center Report
Advances in Research
DAAAD Reference Guide

Brown University

The Brown University Data Archive for Use in Long-Term Care Policy Analysis
includes data sets describing the nevds of populations in terms of their
health status, changes in health during given psriods of tims, and the
impact of services. The aim of the center < :o contribute to policy
research in the field of aging and long-term cere by developing a unique
archive of information and testing its utility in selected policy analyses
derived from evalvations of system per’ ormance.

The data archive consists of data from the tullowing sources:
(1) longitudinal and epidemiologic studies of chronic illness, (2)
experimental studies of health services, (3) methodologic studies involving
measur t and t of physical, psychological, and sccial function,
(8) studies of effectiveness of multidiseiplinary health oare and long-term
care services, (5) studies of effioacy of service and its impact in terms of
change in health status over time, (6) studies of need, and (7) studies of
utilization and oozt of services. 4 brief deseription of current ma jor
holdings in the data archive follows.

1. Bffects of Continued Care: A Study of Chronie Illness in the
Home--to study the offectiveness of a treatment program in maintaining or
im roving the physical, psychological, and socia? well-being of patients as
measured by function and to evaluate the impact c¢f health services and
patients' progress following discharge from a hospital rehabilitation
program. pates: 1963~1967, Cleveland, Obio.

2. Chance for Change: Implications of a Chronic Disease Module
Study--to evaluate the effects of an interdiseiplinary team approach to
long-term health care using a new type of health assistant. It was
hypothesized that those who received module care would maintain function
better than those who did no% receive such service. Research findings from
this study a~e applicable to decision making on financing and quality
assurance in long-term care. Dates: 1973-1975, Michigan.

3. Bryn Mawr Rehabilitation Center Study--a study of responses of
chronically 111 patieuts to hospital rehabilitation care. Dates: 1974-197y.

4. Righland View Hospital Study--an observational study over a 10-year
veriod of responses of chronically 11l patients to hospital rehabilitation
care. Dates: 1960-1970, Cleveland, Ohio.

5. Effects and Costs of Day Care a:nd Homemaker Se~vices for the
Chronically Ill: A Randomized Experiment--to examine the differential
izpact of geriatric day care and hom.paker servioes on the degree to which

L4
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an elderly patient can maintain independence in physical functioning without
being institutionalized., Dates: 1975-1977, 6 sites in varic's locations in
the United States.

6. The Health Care Needs of the Elderly and Disabled in
Massachusetts~~to estimate the number of persons in Massachusetts not
currently in long-term care facilities who require placement in a nursing
home as well as the number Of persons with current needs for long-term
home~based health and support services. Dates: 1974-1975, Massachusetts.

T. An Evaluation of a Day Hospital Service in Rehabilitation
Medicine~-to establish a separate day hospital service within an acute care
public hospital for patients ordinarily admitted to the hospital for a
continuous period of treatment and to evaluate the day hospital as a cost-
effective alternative to intensive inpatient care. Dates: 1978-1980,
Bronx, New York. ¢

8. The Development of a Long-Term Care Information System--pilot study,
to develop and demonstrate & method whose use would aid in the appropriate
referral of individuals to long-term care services, anJ to provide a
mechanism for translating assessment information into presumitive service
needs. Dates: 1978-1979, Michigan.

9. Community-Based Long-~Term Care and Mortali : Preliminary Findings
of Georgia's Alternative Health Services Project--t. test the
cost-effeativeness of a comprehensive system of comrunity-based long-term
care services offered to elderly Medicaid recipients. Dates: 1976-1980,

17 “eorgia counties. )

Data archive development is an ongoing activity. Studies in the archi .
are selected according to their importance for pulicy rescarch. Additional
studies in the archive inolude: the U.S. General Accounting Office Survey
in Cleveland, the Triage Study, An Approach to the Assessaent of Long-Term
Care, the Randomized Trial of a New Team Approach to Home Care for the
Terminally I11, and longitudinal studies of recovery over time for stroke
and hip fractures at Benjamin Rose Hospital in Cleveland. Data in the
archive are available in machine-readable files. Detailed documentation of
these studies, including research design, sampling, data collection methods,
analysis, results, conclusions, and recozmendations are available from the
data archive Of the Southeastern New England Long-Term Care Gerontology
Center. For information. contact:

Sidney Katz, M.D., Director

Southeastern New England Long-Term Care Gerontology Center
Brown University--Box G

Brown and Meeting Streecs

Providence, RI 02912

(%01) 863-3821

Univarsity of Michigan

The Hational Archive of Computerired Data cn Aging (NACDA) is a project
ocurrently sponsored by the Hationai Institute On Aging and conducted by the
Inter-university Consortiunm for Political and Social Research (ICPSR) in
collaboration vith the University of Michigan Institute of Gerontology.
Harold Johnson, Dean of the School Of Social Work at the University of

15

O

RIC

Aruitoxt provided by Eic:




N

263

Michigan, and Jerome Clubb, Executive Direotor of the Inter-university
Consortium, are codirectors of the procject.

HACDA's mission is to facilitate quantstative research in the field of
aging by providing data collsctions in resdiiy usable formuts to tne widest
poesible audience of researcherc. Data collections are distributed on
magnetio taps without obarge to individuals a”?iliated wit: the 300 col-eges
and universities that are members of XCPSR. Researchers not located at
ICPSR membsr institutions are assessed a modest charge for access, based on
the aize of the data collection requeated.

Requests. for data should be addressed to:

Hational Archive of Computerized Data on Aging
P.0. Box 1248
Aun Arbor, MI %8106

(Those affiliated with colleges and universities holding membership in the
ICPSR should submit requests through their ICPSR *0fficial Representative.®)
The project staff may be reached by telephone (313) 768-5199 (Michael
Traugott) or (313) 763-5010 (Patricia Green).

A catalog is available from the National Archive of Cemputerized Data on
Aging that inoludes desoriptions of the data collections relevant to
research on aging. The ICPSR Guide to Resocupces and Servicec contains a
complete listing of the archive's data collections. Further information
regarding ICPSR and itz membership, polioies, and services oan be obtained
by oontacting the ICPSR staff at (313) 765-2570 or by writing:

ICPSR
P.0. Box 1248
Ann Arbor, MI 48100

BIBLIOGRAPHIC SEBRYICES
American Association of Retired Persons

The Kational Gerontology Resousce Center maintained by the American
Association of Retired Persons (AARP) is designed to provide research and
information support to the staff of AARP, as well ac to other aging-related
organizations, academic inatitutions, and government agencies. Library
saterials may be borrowed through interlibrary loans. Requests should be
ssnt to:

AARP

Hetional Gerontology Resource Center
1909 X Street, HW

Washington, DC 20039

Attn: Interlibrary Loan

(202) 728-3883

The Resource Center produces the Ageline cox, iterized bibliographic
database, which is publioly available through Bibliographic Retrieval
Servicos (BRS). The data base contains oitaticns with abstracts of the
literature of gerontology, primarily since 1978. Journal coverage includes
gerontologiorl, social science, health, business, and nows periodicals;
books, government documsnts, proji-t reports, conference papers, and
dissertations are also included. For information on mccessing Lgeline
through the BRS service, contaot:

16
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BRS Customer Service

1200 Route 7

Latbam, NY 12110

(800) 933-470%

(518) 783-1161 in New York St..e

National Teohnical Information Service

The National Teohnical Infarmation Service (NTIS), Department of Commerce,
provides a database consisting of government-sponsored researsh,
development, and ‘“gineering plus analyses prepared by federal agencies, and
their contractors or grantees. State and local government agencies are now
beginning to contribute their reports to the NYIS file. The Administration
on Aging and the Health Care Financing Administration routinely send copies
of all reports prepared in completion of s grant or contract to KTIS, but
this may not be true for every federal agency. The NTIS is slso a
repository for data tapes for many federal data collection agencies. When
the dats tspes for any study desoribed in the invuontory have been placed on
file at NTIS, it has becn noted in the description.

National Technical Information Service
5285 Port Royal Road

Springfield, VA 22151
(703) 387-%600
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SUMMANY TABLE: DAYA BASE CORTENT BY SPONSOR LND TIYLE OF DATA SKY

SP "30R AND TITLE OF DATA XET

ADMINISTRATION OF AGING (AoA), DHRS
Alternate Patha to Long~Term Care
Longitudinal Evaluation of Nutrition Services for the Elderly_
Hational Data Base on Aging
National Long~Term Care Channeling Demonstration Program (see ASPE)
National Survey of the Aged, 1975 (with Social Security Administration)
Nationwide Study of Domioiliary Carc: Domiociliary Csre Clients and the
Facilities in Which They Reside
Nationwide Study of Domioiliary Care: Kational Survey of Domiciliary Care__
State Long-Term Care Ombudsmen Report

AMERICAN BOSPITAL ASSOCIATION (AHA)
Annual Survey of Hospitals
National Hospitel Panel Survey
. #vey of Medical Rehavilitation Hospitals and Units, 1983
Survey of Meiiocal Staff Organization, 1982

ASSISTANT SECRETARY YOR PLAKNING AXD EVALUATION (ASPE), DHES
National Long~Term Care Channeling Demonstration Program (with HCFA and Aold)
National Survey of pong-T rm Care/National Survey of Caregivers (with HCFA)_
Panel Study of Income Dynamias (PSID) (with NSF)
Survey of Institutionalized Persona, 1976 (with Lureau of the Census)

BUREAU OF THE CEESUS, DEPARYMENT OF COMMERCE
County and City Data Book
Current Population Survey (CPS) (with Bareau of Labor Statistics)
Lecennial Census of Population and Housing
National Longitudinal Mortalit' Study (see NCHS)
Stave and Met *nolitan Area Datu Book

Survey of Inco..c and Program Participation (SIPP)
Survey of Institutionalized Persons, 1976 (see ASPE)

BUREAU OF LABOR STATISYTICS (EL3), DEPARTMENT OF LABOR
Cousurer Expenditure Su:vey
Consumer Prioe Index (CPI)
Currant Population Survey (CPS) (sece Bureau of the Census)
Indus\»v Wage Survey: Hospitals
Industry Wage Survey: Nursing Hones
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CASK VESYERN RESKRVE UNIVERSITY
GAO Cleveland Follow-up (see Urban Institute)

CXETERS FOR DISEASK CONTROL (CDC), PrES, DAES
Annual Tubercilosis Statistioal Summary

National Imsunization Survey--CPS Supplement

Keport of Verified Case of Tuberculosis

mmmlmmmmmm.vnmnaanum
Robert Wood Jobmson Foundation

Community Hospital Program (CHP) Access Impact Evaluation Surveys, 1978-79,

1981

Hunioipal Health Services Program (MHSP) Evaluation (with HCFA)
Kational Survey of Access to Medical Care, 1982

COMMISSTON ON PROFESSIONAL AND BOSPITAL ACTIVITIES (CPHA)
CPHA Date Tapes

CONSUMER PRODUCY SAFEYY COMMISSION
Kational Eleovronio Izjury Surveillanoe System (NRISS)

DEPARTMERY OF AGRICULIURE (USDA)
Nationwide Food Consumption Survey, 1977-78

DEPARIMENY (& BOUSING AND URBAN DEVELOPMENT (EUD)
Ameriocan Housing Survey

DEPARTMENT OF LABOR
National Longitudinal Surveys of Lebor Market Experience of 0lder Men
(Parnes Survey) (with KSF)

DUKE UNIVERSITY, CENTER FOR “HE SYUDY OF AGIRG AED HUMAN DEVELOPMENT
Durham 0lder uerio&na Resources and Servioas (0ARS) Community Survey

IMPLOYEE BENEFIT RESEARCH IRSTITUTR
Survey of Pension and Retirement Plan Coverage, 1972, 1979, 1983

FOOD AND DXDG ADMIMISYRATION (FDA)
Dietary Supplements Survey

GERAXRAL ACCOUNTING OFFICE (GAO)
Hursing Home Data by State, 1976-80
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HEALYR CARK FINANCING ADMINTSTRAYIOR (NCFA), DHES
Burean of Data Memagement azd Strategy
Master Provider of Services File
Modicare innual Susmary: Person Summary File
Medicare Earollment File
Medicare Eistory Sample--197% and Later_
Medicare Part B (SMI) 5-percent Sample Bill Summery Record
Medicare Reimbursesesnl by State and County
MEDPAR Public Use File
Offioe of Fimemoial and Aetwarial Amelysis
Analysis of State Mediosid Prograa Charsoteristios
Statistioal Report on Medioal Care: Eligibles, Reoipients, Payments, and
Services, Medioaid Program
0ffice of :Beseurch and Desomstrations
Linked Medioare Use--NCHS Hortality Statistios File
Kedioaid Tape-to-Tape Project
Medigap
Hunioipal Health Services Progrim (MHSP) Evaluation (see Center for Health
Adainistration Studies)
National Long-Tara Care Channeling Demonstration Prograe (see ASPE)
Naticoal Medioal Care Utilirat‘on and Bxpenditure Survey (NMCUES) 1980
(see NCHS) -
198% Loog-Term Care Survey

INTERNAL REVENUE SEXVICE (IRS), DEPARIMEEY OF THE TREASURY
Batate/Personal Wealth File
Statistios of Incowe: Individual Income Tax Returns

—————

ROMERT W. JOMESON FOUMDATION
3se Cemtar for Reelth Administration Studies, Univarsity of Chicago
Communily Eospital Program (CHP) Acoess Impaot Evaluation Surveyn,
1978-79, 1981
'mnioipal Health Servioes Program (MHSP) Evaluation (with BCFA)
Hational Survey of Aocess to Medioal Care, 1982

RATIONAL CANCXR I¥SIITUTE (WCI), NIH, MBS, DHRS
Surveillance, Epidemiology, and Bnd Results (SEER) Progranm

22
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mmmnmmmmmmmmmm
ASSESSERY (NCHSR)

Bospital Cost and Utilization Project: National Sample of Hospitals
National Medical Care Bxperditures Survey (NMCBS), 1977-78 (with NCHS)
Outcomes of Ruraing Home Admissions

NATIONAL CEETER FOR BEALTH SYATISTICS (NCHS), PH3, DEHS
Hispanic Health and Nutrition Examinstion Survey (HHANES)
L3fe Tables, Vital Statistics of the United States
Longitudinal Study of Aging (LSOA)
Kational Ambulatory Medical Care Survey (NAMCS)
National Death Index (NDI)
National Divorce Statistios
National Health Interview Survey (NHIS): Core Questionmaire
National Heslth Interview Survey: Data for the Study of Secular Change

and Aging (with NIA) —
National Health Interview Survey: Supplenent on Aging (SOA), 1984
National Health Interview Survey: Supplements - -
Rational Health and Nutrition Examination Survey (NHANES I)
NHANES I Epidemiologic Follow-up Study: Initial Follow-up, 1982-1984

(with NIA)
NHANEZ I, Second National Health and Kutrition Examination Survey
Rational Hospital Discharge Survey (NHDS)
National Longitudinal hortality Study (with NELBI and Bureau of the Census) _
Rational Marriage Statistics
National Master Facility Inventory (NMFI)
National Medical Care Expenditures Survey, 1977-78 (NMCES) (see NCHSR)
National Medical Care Utilization and ®xpenditure Survey (NMCUES), 1980

(with EHCFA)
National Mortality Followback Surveys
National Mortality Statistics File
Hational Natality Statis”‘os
National Hursing Homo Sui sey (NNHS)

NATICNAL ERARY, LUNG, A¥D KLOOD INSYITUTE (NELBI), XIH, PEHS, DHEHS
The Framingham Study
Honolulu Heart Progran
National Longitudinal Mortality Study (see NCHS)
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NATIONAL YESYITUTE ON AGING (NIA), NXB, PES, DHES
Baltimore Longitudinal Study of Aging
East Boston Study on the Eatural History of Senile D tia
Established Populations for Epidemiologio Studies of tre Elderly (EPESE)__
NBANES I Epidemioiogio Follow-up Study: Initial Follow-up, 1982-1984

(see KECHS)
Survey of the Last Days of Life

NAYIONAL INSTITUTE GF CHILD ERALTR AND FIMAN DEVELOPMXNTY
Study of Low Fertility Cohorts in the United States

NATIONAL IXSTITUYE OF DERTAL RESRLRCH (woR), WIH, PHS, DERS
Epidemiologic Survey of Oral Health in Adults, 1985

NATIONAL INSZIYUTE ON DXUG ABUSE (MIDA), PES, DRES
National Alooholism and Drug Abuse Program Inventory (KADAPI) (with National
Institute on Alcohol Abuse and Alcoholisam {NIAAA])

NATYONAL INSTITUTE OF MENTAL ERALYH (NIMA), PHS, DEIS

Annual Census of Patient Charccteristics for State and County Mental
Hoapital Inpatient Services

Epideriologio Catohment Area (ECA) Program Corumunity Surveys

Health Demographic Profile System's Inventory of Small Area Social
Indicators

Inventory of General Hoapital Psychiatric Services

Inventory of Mental Health Organizations
Patient Surveys of Inpatient Mental Health Settings

NATIONAL OPIRICK RESEANCH CERYER (BORC)
General Sooial Surveys (see National Science Foundation)

MATIOHAL SCIENCE FOURDAYION (NSF)
General Social Surveys
Panel Studv of Incomo Dynamics (see ASPE)
Parnes Su. ., {see Department of Labor)

PUR.IC HRALTR FOUXDATION
ASTHO Reporting System
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SOCIAL SECURIYY ADMINISYRATION (SSA), DHES
Continuous Work History Sample (CWHS)
1978 Survey of Disability and Work
1982 New Beneficiary Survey.
1986 Survey of Supplemental Security Income (SSI) Recipients and the

General Aged Population
Kational Survey of the Aged, 1975 (see AoA)
Retirement History Study
Supplemental Security Income Medicaid Institution Turnover (SSIMIT) Files
Yearly Continuous Disability History Sample (CDHS)

SURVEY RESEANCH CKETER, UNIVERSITY OF MICHIGAN
Survey of Consumer Finances (SCF)

UNIVERSITY OF KANSA® LOWG-YERM CARE GRRONTOLOGY CENTER
Kansas Comprehensive Assessment

CXBAN L.STITUTE
Older Americans Resources and Servic>s (OARS), Merged Data Set

VEYERANS ADMINISYRATION (VA)
Annual Patient C File
Hospital Besed Home Care (HBHC) Information Systen
1979 Hational Survey of Veterans
Patient Treatment File
Survey of Aging Veterans, 1983
Survey of VA Long-Term Care Patients
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Administration on Agirg (AoA), Department of Health and
Human Services (DHHS)

Alternate Paths to lLong-Ters Care
Hebrew Rohabilitation Center for the Aged

Project Director: Sylvia Sherwood
Director of Social Gerontological
Research
Hebrew Rehabilitation Center
for the Aged
Boston; MA 02131

To gain knowledge =bo'.* comparative benefits and c¢_y. of
alternate service modaiities for long-term cere of at-risk
older persons and to gain knowledge regarding the choice by
the elderly client of one particular modality rather than
another.,

Date were collected from four sources:

o Elderly cliuents

o [EKey nembers of client's informal support network
o Formal agencies, including state agencies

o Direct csre providers

Sample selection methodology varied by modality. Data were
gathered for 206 nursing home applicants, 175 senior center
applicants, 103 geriatric day hospital applicants, and 77
domiciliary care applicants.

Data were gathered for sample of chroaically 111 and
functionally impaired elderly applicants to four service
wodalities:

Internediate care facility nursing hores
Geriatric day hospitals

Domiciliary care facilities

Senior center progranms

0000

Data covered reasons for choice of modaiity* demographic,
health, functional, and support service characteris.ics;
knowledge, attitudes, and access to long-term care options;
services provided by chosen modality.

1978
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hdministration on Aging (AoA), Department of Health and
Human Services (DHHS)

Altornate Paths to Long-Term Care

Alternate Paths to Long Term Care, Final Report to the
Administration on Aging, prepared under DHHS/AoA Grant

# 90-A-1666, by Sylvia Sherwood, and John M. Morris, and
associates, Hebrew Rehabilitation Center for the Aged,
Boston, June 1982.

For information about availability of data tapes, contact
Claire Gutkin.

Claire Gutkin
Hebrew Rehabilitation Center for the Aged
(617) 325-8000

32
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SPONSOR: Adxinistration on Aging (AoA), Department of Health and Human Services (DHHS)
TINE: Alternate Paths to Loag-Term Care
TYPES OF DATA COLLECTED
Data Public- Pata Pudlic=-
File Use [ile Use
Tape Tape
DEMOGRAPHIC DATA HEALTH
x Educational level x Acute and chronic conditions
x Race Disability days
x Ethpicity Chronie linitations:
x Sex of activity
x Harital status of wobility
Migration or mobility Ippairments
Usual activity status
VITAL STATISTICS
Ratality ALCOHOL, DRUG ABUSE,
Mortality L
Harriage Cognitive impairment scale
Divorce Behavior problems
Depression
EOUSING Alcorol use
Type of dwelling Drug adbuse
No. of persons in houaehold
Relationship of persons in CEANGES IN STATUS
household Morbidity
Functjonal limitations
INCOME AND WEALTH Self<perceived health
Labor force participation
Total income FUNCTIONAL LEVELS
Sources of income x Social int.raction
Net assets X Activities of daily living
x Instruz o1 activities of
SOCIAL SERVICES daily living
HBALTH RESQURCES HEALTH CARE UTILIZATION
General hospi als X Genera, hospital services
Private psych stric hospitals X Rursing hone services
Publio mental health hospitals Houe health cure
Rursing homes Rehabilit .ion
Other irstitutional resources Menta' health hospitalizstion
Community-based resources Yental health outpatic t
Health professions servioes
Other professional resources Alcohol and drug abuse centers
Physiciarn services/visits
™ Dental services/visits
Coste of care Prescription drugs
Out-of-pocket costs Other
Hedicare
Yedicaid OTHER BROAD CATEGQOTY
State expenditures FOR SAMPLING UNIT
Private insurance
33
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SPONSOR: Admirtstration on Aging (AoA), Department of Health and Human Services
(DHES)

TITLE: Alternate Paths to Lon/ -Tera Care

SELECTED ITEMS IN DATA SEF
SI2E OF SAMPLE
unber n na¢ Rate
Total
Under 65
65-74 Not available
75-88
85+

JILABILITY AND LOUATION OF SPECIFIC DAix ITEMS

Iten Dats Pile public-Uae Tape Published Tables

Date of hirth
Social Security no.
Yetoran status
Geographio data
Largest unit
Seallest unit Not available
Age olasses
Single years
60-64
65+
65-7% —_—

34
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SPONSOR: Adeinirtration on Aping (Ach), Departrent of Health and
Human Services (DHHS)

TITLE: longitudinal Bvaluation of Nutrition Servicea for
the Elderly

CONTPACTORS: Kirschoer Associstes, Ino.
2425 Alaro Avenue, SE
Albuquerque, NM 87016

Opinicn Research Corporation
North Harrison Street

Box 183

Princeton, KJ GE85%0

Project Directors: Richard ¥. Firschuer
Kiruchner Aesocistes, Itc.

Glenn E. Davis
Opirion Pesceich Coryoraticn

PURPOSE: (1) Aaress operation of nutrition progrars opurtr'«] under
Title 1II of Older Amerioant Act.

(2) Asseas fzpmot of nutrition proprars on diet oné heslth
of older participants.

DESICHN: Tarticipant portion of study includes four univerre: of
perusons 60+ yeara old:

o Coniregate ncsl zite participants (r = 1,735)
o0 Heighbors of corgregate real aite particirants
(n = 1,039)

o Hote-Gelivered cesl recipients (n = &
o Fortor congregute veal site partic;ar

A total of 3,%38 peraonul interviewr in 1982 were corducted
avorg older people living near 70 peal siter scrose the
country. The longitudinal aspect of the study rofers to ar
attenpt to interview over 1,700 rezrondents at 3% of thete
sites who haJ partioipated in a ajzilar study Sn 197€-77.
Only 720 of these reapondents were fully trocked ond
interv’ewed, ino) ‘Ang 350 who were prograp puiticipant:
during the earli., study and 270 who were nonparticipsting
neighbors.

CORTENT: ¥a jor topios of participant portion of study include:

Persor 11 experience with nutrition prograr
Persona) evalustion of nutrition progiar
Personal mobility (fncludes activities of deily living)
Healtl

Eating habits

Paychological woll-being

Social 17 »

Incone sufficiency

Demographios

25§-hour dietary recsll

Interviever's observations

35
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Adninistration ob Aging (Aok), Departrent of Eealth and
Hutan Services (DHHS)

Longftudinal Evaluation of ™utrition Servioes for the
Klderly

1§92

An_Evelvatfon of the Nutrjtion Services for the Elderly,
Kirschner Arsocistes, Ino., and Opirfon Rescurch
Corporation, May 1983.

VYolure I. Execovtive Swnary
Volure II. Anelytio Report
Volume IIX. Deacriptive Report
Volume IV. Appendices

Volumo V. Quostionneire:

Loestudine) Evalustion of the Natione) Nutrition Frorred
£ the Eldorly: Reperts on Fipst Yeve Fipdirss, Kirachner
Lsooiates, Inc., and Opinicn Fesesrch Corporatior, February
1979-

Date tapor are aveiladble {n tle colleotion of ibe Hationzl
Archive of Cooputerized Dita or Aging, P.0. Bory 1216, Ann
Jrbor, MI 88106, Telephoto (313) 763-5010; or througl the
Inter-university Consortium for Political and Sociel
Fovearch, et the vare address.

Fiohard W. Kirachner
Kirsolner Arvocieles, Inc.
(50%) 283-1763

GClenn E. Davia

Opirjcn Research Cerjoretion
(609) §28-5000

36
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SPONSOR: Administration on Aging (AoA), Departmen. of Health and Human Services (DHHS)
TITLE: Longitudinal Evaluation of Nutrition Services for tbe Elderly
TYPES OF DATA COLLECTED
Data Pudblice Data Public-
File Use File Use
Tape Tape
DEHOGRAPHIC DATA GEALTE
x Educational lecvel Acute and chronic conditions
x co Disability days
x Ethnicity Chronio linitations:
x Sex of sctivity
x Harital status of wobllity
‘dgration or mobility x Izpairzents
Usual sctivity status
Fatality ALCOHOL, DRUG ABUSE,
Hortality
Harriage Cognitive irpairpont scale
Divorce x Behavior problezs
x Depreosaion
HOUSING x Alcohol use
x Type of dwelling Drug sbuse
Ho. of persons in hourchold
Relationship of persons in
houschold torbidity
Functional limitations
IBCOME AND Vi eTH Seli-perceived health
x Labor forec perticipstion
x Total incoce EUNCTIORAL LEVELS
Sources of incoce x Social interaction
Ret assets x activities of * 'ly living
X Instrunentsl sctivities of
x SQCIAL SERVICES daily Mving
(% C
General hospitala x Goneral hoapital services
Private psychiatric toopitals x Nursing home servioes
Fublic rentsl hezltr hospitals Hote health care
Yuraing hoces Rohabilitation
Ather institutional ~escuries tlental health hospitalization
vozunity=-based resceces Hentsl health outpatient
Health profassions services
Other profescicnel resources Alcohol and drug sbuse conters
shysician servicesa/visits
Dental services/viasits
Conts of care Prescription drugs
Out-ofepocket costy Otler
Kealcare
lcolosld QTHER EROAD CATEGORY
Stzte expendituies FOR_SAMPLING UNIT
Private insurance x Eating habits
x Dietary recsl}
37
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$PSNSCR:  Administration on Aging (Aod), Departcent of Health and Human
Sorvices (DHHS)

TITLE: Lovgitudinal Evaluation of Nutrition Services for the Elderly

SELECYTED ITEMS IN DATA SET

SIZE OF SAMPLE

Aee Rupber in Sarple lionresponse Rate
Total 3,438
Under 65 311
65-74 1,464
75-8% 1,551
85+ 12

AVAILABILITY AND LCCATICN CF SPECIFIC DATA ITEMS

Iten Data File Publje-Use Tape Published Tables

Date of birth X X

Social Security no.

Veteran status

Geogtaphic deta
Largest unit Faticnal Fatioral Hational
Scellett unit

Age classes

Sirgle year:s x X

60-€3

65+

65-745, 7585, £5«

Other 60+ b4 b4 y
38
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Administration on Aging (AoA), Department of Health and
Human Services (DHHS)

Nationa) Tata Base on Aging

National Associstion of Area Agencies on Aging/
National Association of State Units on Aging
(NAARA/NASUA)

Project Directors: Parela Larson, NAAAA
Robert Ficke, NASUA
Suite 208 (West)
600 Haryland Avenue, SW
¥Waahington, DC 20024

The National Data Base on Aging is a voluntary annual survey
that oollects information at the national level about the
network of state and area agency on aging jrograms.

Initial Questionnaires were mailed to all 57 state units and
666 area agoncies in September 1981. State units are
surveyed annually. Updates for area agencies are rade from
a systematio 1/3 sacple in each subsequent year, with a 65%
response rate in 138%.

The data collection inocluded questions on the staffing of
the agencies, the types of funding used, and the
charactoristios of service providers, services provided, and
service recipients.

Annually since 1981.

A Profile of State and Area Agencies on Aging, 1981.

Staffing Patterns and Furctions of State and Area Agencies,
1982.

Funding Sources and Expenditure Putterns of State and Area
Agencies, 1932.

Services to Older Persons Supported by State and Area
Agoncies, 1982.

Progras Accomplishments of State Units on Aging, 1984,
Hanagement Accoumplishoents of State Units on Aging, 1988,

Data can be accessed by calling the Natfional Data Base on
hging (B00-428-9126). Staff will retrieve and format date
scoording to individual requests.

1981 data tape (1CPSR 9036) is in the collection of the
National Arohive of Computarized Dats on Aging maintained by
the Inter-university Conscrtiur for Political and Sccial
Research, P.0. Box 1288, Ann Arbor, MI 58106.

Pavela Larson, NAAAA Robert 7ioke, NASUA
(202) #B%-7520 (202) nE%-7182

39
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SPONSOR: Administration on Aging (AcA), Department of Health and Hupan Services (DHHS)
TITLE: ¥ationel Data Bese on Aging
TYPES OF DATA COLLECTED
Data Public~ bata Public=
File Use File Use
Tape
DEMOGRAPHIC DATA HEALTH
Educational level Acute and chronic conditions
x Race . Disability days
x Ethnicity Chronic limitations:
x Sex of activity
Harital status of mobility
Migration or mobility Impairments
Ususl activity atatus
VITAL STATISTICS
Katality ALCOBOL, DRUG ABUSE,
Hortality AND MBENTAL HEALTH
NHarriage Cognitive iopairment scale
Divorce Behavior probleus
Depression
HOUSING Alcohol use
Type of dwelling Drug abuse
x Ho. of persons in household
Relationship of persons in CHANGES IN HEALTH STATUS
household MKorbidity
Functional liritations
IRCOME AND WEALTH Self-perceived health
Labor force participation
x Total income FUNCTIONAL LEVELS
Sources of incove Socizl interaction
Net assets Activities of daily living
Instrunental activities of
SOCIAL SERVICES daily living
HFALTH RESOURCES HEALTH CARE UTILIZATION
Ge eral hospitals General hospital services
Private psychiatric hospitals Nursing howe services
Public mentzl health hospitals Hcze health care/personal care
Rursing hoces Rehabilitation
Other institutional resources Mental healt" hospitalization
x Community-based resources Mental health outpatient
Health professions services
x Other professional resources Alcohol and drug sbuse centers
Physician services/visits
HEALTH PXPENSES Dental services/visits
Costs of care Prescription drugs
Out-of..pocket costs Other
Hedicare
Medicaid OTHER BROAD CATEGORY
x State expenditures FOR SAMPLING UNIT
Private irsurance Agency expenditures
Source of expenditures
Personnel of state and
area agencies
40
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SPONSOR: Administra“ion on Aging (Aod), Departvent of Health arnd Human
Services (DHHS)

TITLE: Rational Data Base oo Aging

SELECTED ITEMS IN DATA SEY

SIZE OF SAMPLE

Age Huober in Sample Nonresponse Rate
Total
. Under 65 Hot applicable
65-13 Data aggregated by state
75-8%
85+

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS

lten Data File Public-flse Tape Publish<* Tables

Date of birth
Soctal Security no.
Veteran status
Geographic data

Largest unit State State
Szallest unit Area agency  Area agency
Age classes

(service recipienta)
Single years

60-6%
65+
65-78, 75-84, 85+
Other: GO~75 and 75+ X x
41
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Administration on Aging (AoA) and tae Social Security
Administration (SSA), Department of Health and Human
Services (DHHS)

Katiooal Survey of the Aged, 1975

Project Director: Ethel Shanas
Departzment of Sociology
University of Illinois
at Chicago Circle
Box 24338
Chicago, IL 60680

To develop national estizates of the economio and social
needs of old people in 1975,

A national sample of 2,133 noninstitutionalized Americans
was interviewed. Nonresponse rate, 21.3%. Study design is
similar to national surve-s of 1957 and 1962.

The 1975 universe saxmpled was the total U.S.
noninstitutionalized population aged 65 and nver. The
sample was a multistage area probability saxple. Data were
collected in 300 interviewing locations throughout the
United Status.

The survey attenpts to describe the aged population and
indicate the degree o health, econonmic status, work status,
Tfamilial support, and use of heslth services in that group.

1975; previous studZes were rade in 1757 ond 1962.

Ethel Shanas with the assistance of Gloria Heinevann.
1982. Hational Survey of the Aged 1975.
DHHS Pub. No. (OfDS) 83-20825,

Por 1962 survey, see: Shanas, E., Townsend, P., Wedderburn,
D., Friis, H., Milhoj, P., and Stehower, J. 1968, 0Qlid
People in Three Industrial Socjsties. New York: Atherton
Press; London: Routledge and Kegan Paul.

For 1957 survey, see: The Health dop People:
Survey. 1962. Cambridge, MA: Harvard University Press.

Data tapos are in the collection of the National Archive
of Computerized Data on Agirg caintained by the Intere
university Consortium for Political and Social Research,
Ann Arbor, MI: 1975 National Survey of the Aged (ICPSR
79%5), 1962 National Survey of the Azed, 1957
National Survey of the kged (ICPSR 7686).

Patricia Green, Inter-university Consortium for Political

and Social Research
(313) 768-2570

293
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SPONSORS: Administration on Aging (AcA) and the Sccizl Sceurity Aordnistrstion
(SSA), Departrent of Hoalth and luran Services (DEFS)

TITLE: Rational Survey of tbe Aged, 1975
TYSES OF DATA COLLECTED

Data Public- Pate Public-
File Use File Uszc
Tape Tape
PRIC
x Educatiorel ievel
x Race
x Ethnicity
x Sex
x Marital status X
Migration or mobility x

~

ISTIC.
Natul ity
¥ortality
x Marriage
Divorce

EOUSTNG

Type of dwelling

x No. of persons fn household
x Relationstip of persons in
household

*

ILCOME AND WEALTH

Labor force perticipation

Total incore

Sources of incom x
Net assets . ¥

SOCIAL SERVICES

EEALTP RESOURCES

General hoapitals x
Private paychiatric hoapitals

Piblic mental teslth hospitals

Nurasing hores

Other institutional resources
Connunity=-based resouroes

Health professions

Other profersjonal rescurced

BEALTH EXPENSES
Costs of cere
Out-ofe=pocket costs
tedicare
b3 Medicaid

State expenditures
x Private insurance

¥ X ¥ X

*

43

HBALTE
Acute and chronic conditions
Disability days
Chronjc limitationa:
of ectivity
of robility
Ivpaftrenty
Usual asctivity status

ALCOEOL, DRUG ABUSE,

AND VENTAL FEALTH
Cognitive ippairmert scale
Behavior protless
Depression

Alcobol uae

Drug abuse

CHANCES IX HEALJY STATUS
Forbidsity

Furncticnal Jisdtations
Self-purzeived ‘ealth

CTI0 LEVELS
Social fnteraction
Activities of daily 1lSving
Inttruental sctivitiea o
daily livirl

HEALTF CAFE UTILIZATION

General hespital services

Bursairg howe tervices

Hove heallh care

Rehabilitstion

liental bealth bosjitalization

Lental health cutjutient
services

Alcoho} eud drug ebuse center ~

Physician services/visits

Denta) services/visits

Prescription drugs

QOtler

OTHER_PROAD CATEGORY
FOP_SALPLING UNIT
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SPONSORS: Adrdnistration on Aging (AoA) and Sccial Secuvrity
Adudniatration (SSA), Departsent of Health ard Huren Services

{DHHS)
TITLE: National Survey of tbe Aged, 1975
ED FT1:4S IN D, TA
SIZE OF SAMPLE
1975: Feighted 1975: Wesghted
Estizate of Eatira'e of
Aee Resrondents Horrestordenty
Total 5,75€ 1,90%
Under 65
65-74 3,735 626
75-84 1,667 261
85+ 352 u
Honrepordents 678
65+

AVAILAEILITY AYD LOCATION OF SPECIFIC DATA ITEMS
1ter Dats File Publje-Use Tnpe Fubjisheo Telle:

Date of birth
Socis) Security no.
Veteran statuy
Geograrhjc dota
Largeat unit V.S,
Stallest unjt
Age classes
Single yeams
60-64

n
=]
“n

65+ - ,
65-Th, 75-8%, 85+ b Y
Qther

44
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SPONSOR: Adeinistration on Aging (Aok), Department of Health and
Human Services (DHES)

TITLR: Hatioowide Study of Domioili~ry Care: Domlofliary Care
Clients and the Faoflities in Whioh They Reside

CONTLACTOR: Hebrew Rehabilitation Centsr for the Aged

Project Director: Sylvia Sherwood
Director of locisl Gerontological
Researoh
Hebrew Rehabilitation Center for
the Aged
Baston, MA 02131

PURPOSE: To axamine the relationahip between dozioiliary care
programs, policies, facilities, and client oharacteristics.

DESIGN: 680 nged persons wore randonly selected from a randos sample
of 230 hoves of various types in five states identified in
purposive sazple (Florida, Georgia, Illinols, Massachusetts,
Michigan) and 208 aged persons were sempled in howes in
Pennsylvania. Data were gathered on homes and on olients.

CONTENT: Client data inoludes demographios, residential history,
health, physizal functions, emotional and intollectual
status, costs, and olinical judgments.

Data on hoves inolude size, ownership, geozraphy/
neighdborhood, client population characteristics, rules,
servioes, costs, and provicer charaoteristics,

YEARS OF DATA 1980
COLLECTION:

PUBLICATIONS: Domicjliary Care C} n F des in ch They
Reside, Final Report to the Administration on Aging,
prepared under DHHS/AoA Grant # 90-A-1659, by Sylvia
Sherwood, Vincent Morris, and Claire Gutkin of tho Hebrew
Rehabilitation Center for tho Aged, Boston, December 1981,

Beport on Administrative Struoture of Domiciliary Care
ns h d 3, Sherood,

¥orris, and Gutkin, Dececber 1981.

AVAILABILITY For inforration about availability of data tapes, contact
OF UNPUBLISHED Claire Gutkin.
DATA:

COKTACT. Cleire Gutkin
Hebrew Rehibilileaiion Center for tho Aged
(617) 325-8000

ERIC
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SPONSOR: Administration on Aging {AoA), Department of Health and Huran Servioes {DHHS)

TITLE: Natioowide Study of Domiciliary Care: Domiciliary Care Clients and the
Facilities in Whioh Tbey Reside

TYPES OF DATA COLLECTED

Dats Publio= Data Pubdlio=-
File Use File Use
Tape Tape
C A
x Educational level y Aoute and ohronic conditions
x Race Disability oays
Ethnicity Chronio limitations:
x Sex x of aotivity
x Haritsl status x of mobility
Higration or pobility Izpairnents
Usaual activity status
YITAL STATISTICS
Natality DRUG ABUSF,
Hortality AND_MENTAL HEALTH
Harriage x Cognitive izpairment scale
Divorce Fehavior prodlecs
Depression
HOUSING Alcohol use
x Typo of dwelling brug abuse
Ko. of porsons in houtebold
Relationahip of persons ip ChAKGES IX HFaAl TP STATUS
houselold Forbidity
x Functional linitat.ons
INCONT AND WEALTH x Self-perceived heslth
x Labor force participation
Total inoote
x Sources of incore x Social interaction
Net assets x Aotivitias of daily living
x Instrupentai sotivities of
SOCTAL SERVICES dadly living
UFALTE RESOURCES HEALTH CARE UTILTZATION
Gerers) hospitala Cenaral hospital sorvices
Privete pnyclifatric Lospitala Yursirg tote nervioces
Public centsl hexlth hospitsls Hore healt) oare
hursesng hotes Rehnbjlitation
x Otler inatitutions) resources ] Kental realth hospitslivation
Coununity-based reicurcea Ferts) health outpstient
Heolth [rofesuions vervices
Other profeasionrl resources hlcohol and drug abure Cehlars
Plynicien nervican/viests
ULALTH FYXPFESES [ontsl services/vis'ts
¥ Costls of cete Prearcirjtion Grigs
Out-of=pcclot costa Othor
Vedsconre
Fedicass CTETT FFCLL_CATFGOPY
Stote exparditures FOF SRFPLI]C GIIT

Private frsuronce

46
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TITLE:

293

Adniniatration on Aging (AoA), Department of Health and Hupan
Serv.ces (DHRS)

Xationwide Study of Doxloilisry Care: Domioiliary Care Clients
and tho Faoilities in Which Thoy Reside

SELECTED IYEMS IN DATA SET
SIZE OF SAMPLE

Ago____ Hupbor 4n Sepple Nonrogponse Rate

Total

Under 65

65-7% Kot avaflabla
75-8%

85+

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEXS
Itez .-Dpta File _ _Public-Uxe Tape Publisked Tablea

Date of bdbirth
Social Seourity no.
Yeteran status
Geographio dsta
Lurgest unit
Sewljeat unit Kot aveSlable
Age cleases
Single years

60-6%
65+

€5-75, 75-08, 854

Other

47
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Adeinistration on Axing (AcA), Departoent of Health and
Buzan Services (I )

Naticovide Study of Domic<lisry Care: Natiocosl Survay of
Domicsliary Care

Habrew Rehabdbilitation Conter for the Aged

Project Director: 3ylvia Shorwocd
Direotor of Socisl Gerontological
Research
Hebrew Rahabilitation Canter
for tha Agod
Boston, Mi 02131

To study (1) program organizatiod and oosts, (2) residents®
oharsoteristics, (3) facility charscteristios, (A)
Supplementsl Soourity Inooce payzent lavels, (5)
sdoinistrative funotions end tasks,

(6) roforrsl/placeasnt methods, (7) aervices, (8} provider
training, (%) regulation, (10) lesislation, and (11)
sssessvent of barriers to entry of providera and oifents.

411 118 ntate-sdainistered dooioiliary care prograzs in
United States were surveyod.

Seo Purpose.

1979-80 (one-tice)

Syzpery and Report of the Kationsl Survey of Siate-
adrinistered I
and khe Diptric . Report to the Adainistrstion

on Aging, prepered under DHHS/Aok Grast # 90-A-1659, by
Kennath J. Reichstein and Linds Borgofsky, Horizos House
Institute, under subcontract froa Hobrew Rehabilitation
Conter for the Aged, Boaton, Decosder 1980.

Siate Rexulations Coveroink Donjoiliery Care Faollitiee for
M

Charsoteriatios Reichstein and Bergofsky, Decamber 1980.

For information sbout availability of data tapes, ocontact

Claire Gutkin.

Claire Gutkin
Hebrev Rohabilitation Center for the Aged
(617) 325-8000

48
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SPONSOR:  Aduinistration on Ag1g (Aok), Deparimant of Health and Human Servioos (DHAS)

TITLE: Katicowide Study of Domiofdiary Care: #aticoal Survey of Docioiliary Care
TIPES OF DATA COLLECTED
Dats Publio- Dats Pubdlio-
Fila Uaa File Uze
pe Tape
PEYOGRAPHIC DATA BEALTH
x Educetional level x Acuts and ohronio conditions

» n

ERI

Aruitoxt provided by Eic:

Race

Ethntoity

Sex

Marits] otatus
Higratiod or modility

~
Katality
Mortality
Farrisgo
Divorce

HOUNNG

Type of dvelling

No. of persons in housedhold

Relationship of persons in
bouschold

Labor forcs participation
Total incoce

Sources of incowe

Kot assets

QCIAL SERVICES

Gonaral hospitsla

Privato paYohistrio hospitals
Pudblio mental health hoapitals
Nursing hooca

Other institutional resources
Coezunity-based resources
Hoslth professions

Othor professional rescurces

X,
Coats of cere
Cut-of=pockat coatn
Hodicere
Hedicaid
State oxpenditures
Privata insurance

Disadility days
Chronio lixitatious:
of activity
x of mobility
Ixzpsirsents
x Usual aotlivity etatus

ALCOTIOL, PRUG ABOSE,

x Cognitive txpairment scele
Behavior prodlezs
Depression
Aloobol use
g ebuas

»

A
Horbdidity
Funotional ltaitstions
x Self-percoived heslth

»

TINCTIONAL LEVELS

300ial Interactiion

X Activitios of delly living
x Instrupental sotivitioa of
S 1ly living

»

HEALYS CARE OTYLIZATION
Gonaral hoopital sarvioes
Kuraing home porvices
Hooe bhealth uare
Rahabilitation

x Hontsl heslth hospitalizatioca
Hentsl poelth outpatient

serv.ices

Aloohol and drug abuse conters
Physioian services/vinits
Dentsl carvicas/vinits
Prencription drugs
Other

QTHER BROAD CATEOOKY
DOR_SUCLING DXIT
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SPONSOR: Adminiatration on Aging {Aock), Departzent of Health and Huran
Services (DHEHS}

TITLE: Matiomeide Study of Domiciliary Care: HNational Survey of
Domiciliary Care

SELECTED ITEMS IF DATA SET
SIZE OF SAMPLE
Age. Nupber in Universe Nonreaponse Rate
Total 118 prograps
Under 65
65-T4
75-8%
85+

AVAILABILITY AKD LOCATION OF SPECIFIC DATA ITEMS

Iten Data Pile _ _ Pubdlic-Use Tape Puolished Tables

Date of birch
Social Security no.
Veteran status
Geographic data
Largest unit State prograz
Seallest unit
Age clesses
Single years
60-6%
67+
65-7%, 75-8%, 85+
Other

50
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SPOMSOR:

TITLE:

PURPOSE:

DESIGHN:

CONTENT:

YEARS OF DATA
COLLECTION:

297

kdrinistration on Aging \JoA), Defartrart of Eerlth anc
Husen Services (DHES)

State Loos-Torm Care Osbudssan Report

]
Projeot Director: Director, Divisicn of Cperstions
and Firancial Analyssis
Cffice of Stete and Tribal Frograss
& Administration on Aging
U.S. Department of Healtb and "mpan
Servicea
330 Independence Avenue, SW
Washington, DC 2020%

To comply vith Section 307 (a)(12)(C) of the Older Arericans
Aot, whioh requires state sgencies on aging to collect &nd
analyze data on complaints and conditions in long-term care
faoilities and report findings to the cormissioner on
eging. Also to obtain data on the development of state
ozbudasan prograss.

Data on cocplaints and conditions in long-tern care
facilities are coopiled by the state ombudaran office and
sre based on reports subzitted to the atate by local or
regional substate ombudacan programs. Substate prograss
collect their data from staff and volunteers based in
long-tere care faoilities or frod opbudzman ataff who
respond to oocplaints made to the opbudsman offioe. Prograp
information is oompiled by the state ozbudsran, based on
staffing and funding levels reported by local progrars.

(1) Statistios on individual oczplaintx, including nurber
of complainants and complaints for the year, percentsge
investigated or referred by oabudsman, percentage
verified, percentage resolved, percentsge against
particular types of faoilities or other entities,
aanple of types of cozplaints.

(2) Description of one of more cajor long-ternm care issues
identified by the oxbudsran program and how the program
bhas addressed the issuve.

(3) Prograp inforzation, including listing of state and all
local prograns, funding level and source of funding for
all progravds listed, type of agency or organization
that operates the program, number of full-tize and
part-tine professional ataff and volunteers serving the
progran.

Statcs have submitted reports annuslly sinoe FY 1981,
National surmary reports werc prepared for FY 1931 and FY
1982. Current reporting requirement has been approved by
the Office of Management and Budget through FY 1986. The
requirczent is likely to be retained in the Older Americans
Act for the indefinite future.

51
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+ SPONSOR: Administration on Aging (AcA), Departaent of Health and
Burwan Services (DHHS)

TITLE: State Long-Term Care Owbudsman Report

PUBLICATIONS: National Supzary of State Ocbudsman Reports for U.S.
FY 1981, Administration on Aging, October 1982.
i'ational Surmary of State Ombudsman Repotts for U.S.
FY 1982--(AoA IK 8%-11) Administration on Aging, Decetber
1183.

AVAILABILITY Ur.published data available for United States FY 1983.

OF UPPUBLISHED Stite reports for United States FY 1983 and 198% are

DATA: available, but information has been coupiled only partially
for 1983 and not yet for 1983,

CONTACT: Director, Division of Cperations and Finencial Analysis, Aok
(202) 218-0727

52
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SPONSOR:  Administration on Aging (AoA), Departwment of Health and Human Services (DHHS)

TITLE: Stato Long-Tera Care Osbudsman Report
TYPES OF DATA COLLECTED
Data Publio- Data Public-
File Use File Use
Tape Tape
PHIC DATA HRALTH
Educational level Acute and chronic conditions
Race Disability days
Ethnicity Chronic limitations:
Sex of activity
Marital status of mobility
¥igration or mobility Il airments
N Usual activity status
VITAL STATISTICS 0
Natality T ALCOBOL, DRUG ABUSE,
Hortality AND _MENTAL HEALTH
Marriage A Cognitive impairment scale
Divorce P Behavior probless
P Depression
HOUSING L Alerhol use
TyPe of Adwelling 1 Drug sbuse
No. of persons in household c
Relationship of persons in A AR IN 1 A
household B Horbidity
L Funotional limitations
INCOME AND WEALTE E Self-perceived health

Labor force participation
Total incooe

Sources of incone

Ket assets

SOCTAL_SERVICES

HEALT, _ESOURCES

Generl hospitals

Priva & psychiatrio hospitals
Publi nental health hospitals
Nursing hones

Other institutional resources
Cozmunity-based resources
Health professions

Other professional resources

HEALTH EXPENSES
Coste of care
Out-of-pocket costs
Hedicare

Vedicaid

State exjenditures
Private insurance

FUNCTIONAL LEVELS

Social interaction

Activities of daily living

Instrumental activities of
daily living

CAR ILIZATION

General hospital services

Hursing home services

Hoze health care

Rehabilitation

Mentsl bhealth hospitalization

Kentul health outpatient
services

Alcohol and drug abuse centers

Physiolan services/visits

Dental services/visits

Prescription drugs

Other

R B C RY
FOR_SAMPLING UNIT
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SPONSOR: Adninistration on Aging (Aod), Departzment of Health and Human
Ssrvices (DHHS)

TITLE: State Long~-Term Care Ordbudssan Report

SELECTED ITEMS TN DATA SET

SIZE OF SAMPLE
fge HNuoher in Senple . Nonresponse Rate

Total

Under 65

65-T4 Kot applioable
75-8%

85+

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS

Iten Datz File Publjo-Use Tape _ _Published Tables

Date of birth
Social Security no.
Vetcran status
Geographio data

Largest unit State/Nat 'l State./Nat'l
Surenry for Surmary fo-
FY 81 nd 82 FY 81 ond 82

Soallest unit Local/Regional Local/Regional

Age olasses
Single years
60-6%
65+
65-74%, 75-8%, 85+
Other

54

o
O
(W

ERIC

Aruitoxt provided by Eic:




O

ERIC

Aruitoxt provided by Eic:

SPONSOR:

TITLE:

PURPOSE:

DESIGR:
CONYENT:

YEARS OF DATA
COLLECTIOR:

PUBLICATIORS:
AVAILABILITY
OF UNPUBLISHED
DATA:

COKTACT:

. 301

Awerican Hospital Association
Aonual Survey of Hospitals

Project Director: Peter Kralovec, Director
Hoapital Data  enter
American Hospii il Association
850 North Lake Drive
Chicago, IL 60611

The continuation of a basic census-type survey of all U.S.
hospitals.

Full universe survey of all U.S. hospitals.

Information collected includes hospitel classification,
services and freilities, beds and utilization by inpatient
services, totrl facility beds and utilization, financial
data, personnel on payroll, and medicsl staff organization.

Annually since 1943.

Averican Hospital Association Guide to the Health Care Field
and Hospital Statistics.

Data can be purchased frow the Azerican Hospital
Asscciation.

Ollie williacs

Departaent of Data Services
American Hospital Association
(312) 280-6531
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SPONSOR: American Hospital Associziion
TITLE: Annual Survay of Bospitals

TYPES OF DATA COLLECTED

Data Public- Data Public-
File Use File Use
Tape . Tape
DEMOGRAPHIC DATA HEALTR
Educational level Acute azd chronic conditions
Race Disability days
Fthnicity Chronic limitations:
N Sex of activity
Marital status of mobility
Higration or wobility Inpairsenta
Usual sativity status
L
Natality
Hortality AND_MZNTAL EEALTH
Harriage Cognitive ‘mpairment scale
Divorce Behavior probless
Depression
BOUSING Alcohol use
Type of dwelling Drug sbuse
No. of persons in household
Relaticnship of persons in CHANGES IN HRALTH STATUS
household Morbidity
Funotional limitations
INCOME AND WEALTH Self-peroeived health
Labor foroe participation
Total incooe FUNCYIONAL LEVELS
Souroces of income Sociai interaction
Net assets Activities of daily living
Instrumental activities of
SOCTAL SERVICES daily living
HEALTH RESOURCES c
x x General hospitals IN_INSTITUTION
x x Private psychiatric hospitals x x General hoapital services
x x Publio mental health hospitsls Ruraing home services
x x Rursing howes Home hoalth oare
x x Other institutional resources x x Rehabilitation
x x Cozzunity~-based resources x x Hontal health bospitalization
x x Health professions x x Mental health outpatient
x x Other professicnal resources services
x x Alcohol and drug abuse centers
HEALTH EXPENSES BY INSTITUTION x x Physician services/visits
x x Costs of care r———— x x Dental services/visits
Qut-of-pocket costs x x Prescription drugs
x x Hedicare x x Other
x x Hedicaid
x x State expenditures OTHER BROAD CATEGORY
x x Private insurance FOR SAKPLING UNIT
56
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SPONSOR: Amerioan Hospital Association

TITLE: inoue). Survey of Hospitals

SELECTED ITEMS IV DATA SET

SIZE OF SAMPLE
] il nse Rate

Total Universe Under 10%
Under 65
65-7%
75-8%
85+

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS

en a e Publio-Us Publish bles

Date of birth
Sociel Security no.
Veteran status
Geographic data
Largest unit Hational Rational National
Smallest unit City City City
Age olasses
8ingl s years
60-6%
65+
65-7%, 75-84, 85+
Other

57
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SPUNSOR:
TITLE:

FURPOSE:

DESIGN:

CONTENT:

YEARS OF DATA
COLLECTIOR:

PUBLICATIONS:
AVAILABILITY
OF UNPUBLISHED
DAYA:

CORTACT:

304

Anerioan Hospital Association
National Hospital Panel Survey

Projeot Director: Peter Kralovee, Direotor
Hospital Data Center
Aperican Bospital Associstion
8X0 North Lake Shore Drive
Chiocago, IL 60611

To collect data that are used in the longitodinal analyses
and ponitoring of seasonal variations of all oommnity
hospitals throughout the country.

The aample size is approximately 333 of the universs of
occounity hospitals registered by the Ameriocan Hospital
Associstion. This represents about 2,000 cosmunity
hospitals; T0% :esponse.

Inforpation colleoted involves bods and bassinuts,
utilization, finances, personnel, and utilization at ages 65
and over.

Honthly since 1963.

The National Hospital Panel Survey Report.

Data can be purchased froo the Averican Hospital
Asaooiation.

01 .6 Williazs

Department of Data Services
American Hospital Association
(312) 280-6531
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SPORSOR:  Americen Hospited Aanocistion
TITLE: Bational Bospital Panel Survey
TIFES OF DATA COLLECTER
Data Publio~- Dsta FPub)ic-
File Use File Use
Tape Tape
DEMOGRAPHIC DAY, BreLat
Educational level Acute a:1< ohrosic conditjions
Race Dacots1ity days
Ethnioity Chronic iiritations:
Sex of sotivity
HKarital status of mobiliiy
digration or mobility Impe’ -z ents
Usua  aveaviny stetuvs
Natality ALCOHOL , DRUG ABRUSE,
Hortality . HEAL o
HKarrisge Cognitivo frpaiivent scale
Divorce Behavior problems
Dupression
HOUSING Alochol use
Type ol cwelling Drug abuze
No. of persons in houseiold
Relationship of persons in TH_STAIUS
bousehold Morbidity
Funoticnal livftations
D W] Self-perceived heslth
x x Labor force participation
x Total inocce FUXC
x Sources of fnoove Socinl intersotion
x Not assets Aotivities of daily living
Instrurentsl notivities of
SQCIAL, SERVICES daily living
C! A C. ZATIOR
x x GenJral hospitals (BY_INSTITUTION)
Private payohiatrio hospitals X X General hospital services
Public mental health hospitsls Nursing howe servicen
Rursing howes Hove health care
x x Other institutional resources Rehsbilitation
x x Community~based resources Mental health hospitalizstion

Health proressions
Other professionsl resources

P
Corts of oare
Out-of-pooket costs
Hedfoare
Hedicaid
State expenditures
Private insurance

Mental health outpstient
nervices

Alcchol and drug abuse centers

Physioian services/visits

Dental services/visits

Prescription drugs

Other

R D C, RY

EOR SAMPLING UNIT
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N SPONSOR: imerizan Hospitsl Association
TITLE: Netional Bospital Panel Survey

r SIZE OF SAMPLE
r Nuzber in
se Ra
Total 2,000 20% (approx.)
Onder 65
- 65+
75-8%
85+
AVAILABILITY AKD LOCATION OF SPECIFIC DATA ITFMS
Lges Data File Pub) 1c-! bles
N Date of birth
Social Security no.
Veteran status
Googruphio data
largest unit Kationsl Fational Hatjoual
b Scallest unit City City City
Age classes
Single years
60-63
65+ x x x
65-74, 75-8%, 85+
Other
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SPONSOR:
TITLE:

PORPOSE:

DESIGN:

YEARS OF DATA
COLLECTION:

PUBLICATIORS:

AVAILABILITY
OF UNPUBLISHFD
DATA:

CONTACT:
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Awerioan Hospital Association
Survey of Nedical Rebabilitation Hoapitals and Units, 1§33

Prnject Director: Fater Kraloves, Direotor
Hosp!tal Data Center
Anerican Hospital Assooiation
640 North Lake Shore Drive
Chicago, IL 60611

To obtain inforszation about tha nuber of prograns, types of
sarvices provided, patient referral sources, staffing
patterns, and sources of paywent for rehabilitation prograss
nationvwide. To coxpare data with prior wsurveys to datarmine
trends in nuszbers and size of progrars and the extent of
sarvicas offered

Rshabilitation hospitals, children's rehabilitation
hospitals, rehabilitation units in general, and othar
speoiality hospitals. The 1ist of hospitals was compiled
gro- the 1982 Annusl Survey of Hospitals. ResPonoe rate was
1 8

Classification of facility providing rebabilitation care,
beds and utilization information for these facilities,
€visus information, referral sources, servioe information,
Programs provided on an inpatient and outpatient basis,
financial data, and staffing inforeation.

1983, 1981, 1979; principal ftems cocparable in all three
studies, but specific information diffars.

Inpatiant Medical Rehabilitation: 1979 Survey of Hospitals
and Units. Arohives of Physica]-Hedfosl Rehabil{tation,
Vol. 61, August 1580.

Inpatient Hedical Rehabilitation: Rasults of the 1981
Survey of Hospitals and Unitsa. sl
Rebabilitatfon, Yol. 6X, No. 8, August 1583.

Data oan be purchased fros the dmerican Hospstal
Assoofation.

Ollie Williarmy

Departpont of Data Services
Aneriocsn Rospital Associrtion
(312) 280-6531
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SPONSOR:

Azericsn Hospital Aasociation

TITLE: Survey of Medical Rehabilitation Bospitals and ODnits, 1983

TIPES OF DATA COLLECTED

MM M X

LI

Data Pu'tlc-
File Use
Tape

PR

Data
Fila

QEMOGRAPHIC DATA

Educational level x
Raco
Ethnioity
Se!

X
HKarital statua x
Higration or sobility

Natalfity
dortality
Marriage
Divorce

[RUSING

Type of dwelliag

No. of peraocns in household

Relationahip of persons in
househcld

L¥COME AFD WEALTH

Labor force participetion
Total income

Sources of income

Net assets

SOCIAL SERVICES

YrALTH RESOURCES

Goneral hoapitale x
Priveto Paychiatric hospitels
Publio sental health hospitals
Nursing hoees x
Other fnstitutionsl resources
Cotsunity-tesed resources

Feelth professions

Other professicaal resources

Corte of ocare
Out-of-pocket costs
tiedicare

Hedioeid

State exponditures
P1Zvite insurance

62

Publ fo-
Useo
Tape

HEALTH
x Acute and chronfc conditions
Disability days
Chronic lisitations:
of aotivity
x of mobility
x Iapairments
Usual sotivity etatus

ALCOIOL,_DRUG ABVSE,

Cognitive impairment soale
Behavior problezs
Depression

Aloodol use

Drug sdbuse

A
Horbidity
Funotionsl limitations
Self-perceived health

TURCTIONAL LYVILS

Social intersction

Aotivitios of daily living

Instrunental sotivities of
daily living

HEALTH CARE UTILJZATION
x Coneral hospital services
Kuraing home sorvicas
Hoos Dhealth care
x Rohabilitation
Kontal heelth bospitalization
Fental health cutpstient
services
Alcohel and drug ebure centers
x Phynioclan services/visits
Dontel servicas/visits
Presoription drugs
Other

QIVER PROAD CATFCORY
EOK IMMPLIXG UNIY
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SPOXSOR: Amerioan Bospital Assoofatioco

TITLE: Survey of Medioal Rehabilitstion Bospitals and Uaits, 1933

SELECTFD ITFMS N DATA JET

SIZE OF SAMPLE
Ruzder of laustitu-

iz0 tions {n Sseplo Eonrestonoe Rate

Total 2,269 36%
Onder €5

6578

75-8%

85+

AVAILABILIYT AKD LOCATION OF SPECIFIC DATA ITFMS
Iten Dets Fi22 [ shed N

Date of birth
Sooia) Security no.
Yeleran status
Geographio data
lLargest unit Nations]) Natfonad Nationa}
Smallest unit City City City
480 olanses
Single years
60-68
65+
€5-T8, 781, 85«
Other

63
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“
. SPONSOR: Ameridan Hospital Assooiation
P
TITLE: Survey of Medical Staff Organization, 1982

Project Director: Peter Kraloveo, Director
N Hespital Dats Center
i , American Hespital Association
8%0 North Lake Thars Drive
Chicsgo, IL 60611

< PURPOSE: To obtairn information on privileges, administrative

N functions, specialty composition, and ccncentration of
¢ hospital use by its medical staff.

! DESIGN: A national representative sample of 3,1%2 coamunity

hospitals. Response rate to study was 67.1%.

CONTENT: Inforsation ccllected involves pbysician hospital
privileges, composition and role of medical staff
comittees, and physician participation in hospital
governance and organization.

. YEARS OF JATA 1982
f COLLECTION:

PUBLICATIONS: Contsct A. Morrisey, Hospital Researoh Center, American
Hospital Association. Telephone: (312) 280-6675.

AVAILABILITY Data tapes can be purchased from the American Hospital

. OF UNPUBLISHED Association.
DATA:
CORTACT: Ollie Williams

Department of Data Services
Americen Hespital Asscciaticn
(312) 280-6531

64
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TITLE:

311

Aperican Hospital Associstion

TYPES OF DATA COLLECTED

Survey of Madiosl Staff Organization, 1982

Data Publio-
File Use
Tape

td

O
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td

DEMOGRAPBIC DATA
Educational level
Raoe

Ethnioity

Sex
Marital status
Migration or mobility

23
Ratality
Hortality
Marrisge
Divorce

HOUSING

Type of dwelling

Ko. of persons in household

Relationship of persons in
household

JHCOME AND WEALTH

Labor force partioipation
Total income

Sources ¢f income

Net assets

SOCIAL SERVICES

HEALTH RESUURCES

General hospitals

Private psychistrio hospitals

Publio mental health hospitals
rsing hooes

Other institutional resources

Coezunity-based resources

Health professions

Other professional resources

Costs of oare
Out-of-pocket costs
Medicare

Hedicaid

State expenditures
Private insurance

65

HEALTH
doute and chronic copditions
Disability days
Chronic limitations:
of sotivity
of mobility
Inpairzents
Usual activity status

ALCOROL, DRUG ARUSE,

Cognitive izpairment scale
Behavior problers
Depression

Aloohol use

Drug sbuse

CHANGRS N BEALTH STATUS
Horbidity

Funotional limitations
Self-perceived health

I
Socisl interaction
Activitles of daily living
Instrucental sotivities of
daily living

HEALTH CARE UTILIZATION

Generay hospital services

Hursing hoke servioes

Home health care

Rehabilitation

Mental health hospitalization

Mental health outpatient
services

Aloohol and drug sbuss centers

Physicisn services/visits

Dental services/visits

Prescription drugs

Other

DC RY
R_S, 1

.
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SPOKSOR: American Hospital Association

TITLE: Survey of Medical Staff Organization, 1982

SELECTED ITEMS YN DATA SET
SIZE OF SAMPLE
n respons t
Total
Under 65
65-78 Not applicable
75-8%
85+
AVAILABILITY AND LOCATIOR OF SPECIFIC DATA ITEMS
Iten Data File Publjc-Use Jape Published Tab}es
Date of birth
Social Security mo.
Veteran status
Geographic data
Largest unit National National National
Seallest unit City City City
Age classes
Single years
60-65
65+
65-78, 75-8%, B85+
Other
66
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TITLE:

CONTFACTOR:

PURPOSE:

DESIGN:

CORTENT:

YEARS OF DATA
COLLECTION:
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Fosistant Secrstary for Plannirg end Eva)uuticn (ASPE),
Eealth Care Financing Adrinistration (ECFA), and
Adrinistration on Aging (Loh), Departrent of Healtl and
HBuman Servioes (DHES)

National Long-Tera Care Channeling Demonstration Program
(m.TCDP)

Eatheratica Polioy Research, Inc.
P.0. Box 2393
Princeton, KJ 08540

Project Director: Ceorge J. Caroagno
Hathexatica Poljcy Retearch, Inc.
(609) 799-2600

Prograp Manager: ¥ary Harahan, Director
Division of Disability, Agsing, and
Long-Tern Care Polioy
Assistant Secretary for Flanning
and Evaluation
Hubert H. Humphrey Buflding, Poox 410-G
200 Independonoe Avenue, SI
Washington, DC 20201

A devonstration prograx designed to explore systenatically
a cozmunity-based approach to long-term cere for elderly and
izpaired persons 65 and over who were at risk of nursing
howe placezent. Two hasio models are being tested: a basic
cass pansgenent model and a finanoial control rodel. A
total of ten comeunity projeots in 10 different states
iaplenented the program. Participating states were:
Florida, Kentucky, Maine, Maryland, Hassaohusetts, Naw
Jersey, New York, Ohic, Pennsylvania, and Texas.

Fandomized experirental design. At eech of the 10 projeot
sites, eligible subjects were randorly assigned to treatwment
or oontrol group status. Total research sample was 6,326
persons (3,702 treatment and 2,62% oontrols). Sample was
followeG at 6 montha, *2 months, and (for half the sarple)
18 months.

Ap.licants were screened to deternmine eligibiliity.
Interviews for eligible ample sevbers focused on
socfooconouic status, health ststus, functional lisitations,
informsl supports, and use of formal services.

1962-85.
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PUBLICATIONS:

AVAILABILITY
OF DNPUBLISHED
DATA:

CONTACT:
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Assistant Secretary for Planning and Evaluation (ASPE),
Health Care Finapoing Administration (HCFA), and
Adainistration on Aging (Aok), Departwent of Eealth and
Hupan Services (DHHS)

Nationsl Long-Term Care Channeling Demonstretion Prograa
(RLYCDF)

Series of 20 technical reports, fncludirg a final swrzary
report due Karch 1986, whioh will be evailable through the
Assistant Secretary for Planning and Evalustion cr
Mathenatioa Policy Research, Inc.

Publio use tape expected by spring 1986 wil) be aveilable
thrcugh the Hatfonal Technical Inforration Service or the
Inter-university Consortiur for Political snd Social
Researoh.

Robert F. Clark

ASPE
(202) 235-6172
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SPORSOR: Assistant Seoretary for Planning and Evaluation (ASPE), Health Care
Pinanoing Admintstration (HCPA), and Administratfon on Aging (AoA), Department of
Health and Human Services (DHHS)
TITLE: Bational Long-Tern Care Channeling Demcnstration Program (ELTCDP)
TIPES OF DATA COLLECTED
Data Publfo- Data Public-
File Use File Use
Tape Tape
D »
x x Educational level x x Acute and chronfc conditions
x x Race x x Disability dsys
x x Ethnicfity Chronic lirmitations:
x x Sex x x of activity
x x Harital status x x of mobility
Migration or mobility = x Izpairzents
x x Usual sotivity status
I
x x Natality ALCOBOL, DRUG ABUSE,
x x Hortality
x x Marrisge x x Cognitive imp.irment sczie
x x Divorce x x Behavior problezs
x x Depression
HOUSING Aloohol use
x x Type of duwelling Drug sbuse
x x No. of persons 12 household
x x Relationship of parsons in L
household x x Horbidity
x x Functional limitatfons
IRCOME ARD WPALTB x x Self-perceived heslth
x b4 Lebor force participation
x x Total incoce ¥ £
x x Sources of incoee x x Socisl futersotion
x x Net szsets x x Activities of daily living
x x Instrumertal activities of
x x SQCIAL SERVICES daily iiving
HEALTY RESQURCES HEAL ZATT
x x General hospitals x x Goneral hospital services
Private psychiatric hospitsls x x Rursing hore services
Publio mental health hospitels x x Home haalth care
x x Ruraing homaes x x Rohabilatation
x x Other institutionsl resources Kental heslth hospitalization
x x Compunity-based resources Mental heslth outpatient
x x Health profeszions services
x x Other profeasional rescur.es Alcobol and drug abuse centers
x x Physician servicos/visits
HEALTE EXPENSES Dental aervicos/visits
x x Coats of care x x Prosoription drugs
x x Out-of-pocket coats x x Other
x x Hodicare
x x Mediceid QTHER BKOAD CATEGORY
x x State expenditures FOR_SAMPLING UNJZ
b4 x Privete ipaurance
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£ kS IN D

SIZE OF SANPLE

furber _fr Sampd

6,226 .
1,771 &
2,78% £
1, M

SPUNSOR:  Aasjatant Secratery for Planning and Evaluation (ASPE), Health
Care Financing Aduinatration (HCFA), and Administration on Aging
(kod), Departuent of Fealth and Fwan Services (DHKES)

Bational Long-Yerm Care Cbenneling Desonstration Prograa

llorrespionne Bate

€ Konrespon:e rute varSes pcoording to particuier
wpalysis surple (m.g., € tontl fo)lov-up, 12 vonih
folYow-up) usec.

LVAILABILITY AMD LOCATION OF SPECIFIC DAT: ITFMS

N Soctel Secuvrity no.

Cecprenhic dess
Largent veit
Sea)lert wrdt

kee olusne:

Single yerrs
60-6%
(5e
A 6574, T5.E4, £«
Ctier

ERIC

kegregeie of 1C sitor
Acgregete of 10 sftes

x

b3 k4
}
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Assistant Secretary for Planning and Evaluation [ASPE) and
Health Care Finanoing Adeinistration (HCFA), Departwvent of
Health and Human Servioes (DHHS)

National Survey of Long-Term Care/Matioasl Survey of
Caregivers, 1982

Projeot Direotors: Paul D. Gayer, Eoonosiat
Division of Long-Terz: Care Polioy
Office of Social Servioes Policy
ASPE/SSP
U.S. Departvent of Health and Human
Services
Washington, DC 202(1

Candace Macken, Statistioian

Office of Ressarch

Ofiioe of Research and Demonatrations
Health Care Financing Aduinistration
6340 Security Boulevard

Baltizore, MD 21207

‘o provide information on the aoninstitutionalized
population over 65 needing sssistance with daily living and
on their caregivers.

National sanple of the populatiod over 65, s.reensd for
long-tern dependency: 34,000 cases screened, 6,500
dependent found. Nonresponse was 4,75, Linked to
Caregivers Survey. Interviews with sbout 2,000 unpaid
inforeal oaregivers who provide assistarce to the dependent
elderly who were interviewed,

Deaograpblos, functioning, dependence, impairsent, disease,
wedioal services, informal oare, fncome, aasetd, veterans
status, oognitive functioning, sooial interr ion, housing,
&nd household relationships for sapple of di,ondent
individusls over 65.

1982,

Profile of Funotionally “mpa: red Porzons Living in the
Cooeunity, 1982 by Candsos Waokan, fealt n
Roview, winter 1986.

Expucted to be available by oarly 1986.

nR

Paul D. Gayer
(202) 245-6613

Candzoo Macken
(301) 597-1435

71
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SPONSORS: Assistant Searetary for Planning and Evaluation (ASPE) and Health Care Financing

TITLE

Adninistration (HCFA), Department of Health and Human Services (DHES)
: Jational Survey of Long-Term Care/Ratiooal Survey of Caregivers, 1982
TYPES OF DATA COLLECTED

Data
File

Publio~- Data Public-
Use . File Use
Tape Tape
DEMOGRAPHIC DATA
x Educationr} level x x Actte and ohronio conditions
x Raoe Disability days
x Ethnicity Chronio limitations:
x Sex x x of sotivity
x HKarital status x x of mobility
Higration or mobility x x Izpairsents
Ususl sotivity status
ey nm—s
x Hatality”  ° ALCOHOL, DRUQ ABYSE,
Hortality
x HKarrisge x x Cognitive impairment scale
x Divorce Beshavior probleszs
Depression
BOUSING Aloohol use
x Type of dwelling Drug abuse
x No. of persons in household
Relationship of persons in
x household 4 Horbidity
Punotional limitations
IHCOME AKD WEALTH Self-perceived health
x Labor force partioipation
x Totsl inocone FUNCIIONAL LEVELS
x Sources of incone x x Sooial intersotion
x Het ansets x x Aotivities of daily living
Instrupental activities of
SOCIM. SERVICES x x daily living
C! HEALTH CARE UTILTZATION
General hospitals x x Goneral bospital services
Private psychiatric hospitals x x Hursing home services
Public mental health hospitals x x Home health care
Rursing homes Rehabilitation
Other institutionsl resources x x Hental health hoszitalirzation
Community-based resources Mental health outpstient
Health Professions x x services
Other Professional resources Aloohol and drug abuse oénters
x x Physioian servides/visits
HEALTB EXPENSES x x Dental services/visite
x Coats of oare x x Presoription drugs
x Qut-of-pocket ocosts Other
x Hedioare
x Hedicaid QTHER RROAD CATECORY
x State expenditures FOR_SAMPLING UKIT
x Private insurance
72
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SPONSORS: Asaistant Sedretary for Planning and Lvaluation (ASPE) and
Health Care Finanoing Administration (HCFA), Department of
Hoalth and Human Servioes (DHHS)

TITLE: Natioral Survey of Long-Ters Care/National Survey of
Caregivers, 1982

SELECTED ITEMS IN DATA SET

SIZE OF SAMPLE

Age Musder in Sapple  Nonrepponse Rate

Total 6,500 8.7%
Under 65

63-74

75-84

85+

Caregivers, total 2,000

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS

Iten Data File Publio-Use Tape L:.blished Tablea
Dats of birth x x
Sociel Securitly no.
Voteran status x x
Geographio data
Largest unit Katfon Katfon
Seallest unit 21p oode Census region
Age olasses
dingle years x x
60 5%

65+
65-78, 75-8%4, 85+
Other

73

o0
¥



v

EERCE

O

ERIC

Aruitoxt provided by Eic:

SPORSORS:

AGENCY:
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Asoistant Seoretary for Planning and Evaluation (ASPE),
Departwent of Health and Ruman Services (DHES), and National
Saience Foundation (NSF)

Survay Research Centor, Univarsity of Hiohigan
Panel Study of Inooms Dynsmios (PSID)

Projeot Direotors: James Horfan and Greg Duncan
Economio Behavior Progran
Survay Research Center (SRC)
University of Miohigan
Box 1238
Ann Arbor, HI a8106

To study dynamios of family economio status for a nationally
representative sample of the U.S. population.

Probability saxple of adbout 3,000 dwellings in 1968 drawn
from SRC saspling fraxe, comdbined with about 2,000
low-inocome respondents rom the Survey of Ecoponio
Opportunity. Response rate was 765 in 196C, 865 in 1949,
and 97-98% aach yasr fron 1970-1985. This is a longitudinal
survey, oouduoting interviews annually with beads of
origina) 1968 femilias and heads of all newly forped
familien Looal labor market information from state
unexploypent offioas is linked to tha data.

Hain topios inolude family ocaposition; housing, food and
utility expenditures; oxployzent history of head and wife;
sources of family tncome and amounts. Seleoted speoial
topios are often ivoluded and have focused on: bhealth
status; marrisge and fertility history; eduoation history;
savings, wealth, and assats; fringe benefits and ratiresent
peasions and plans.

The sacple has boen intorviewed annuslly since 1368 and is
funded to ocontinua through 1986, Funding has been requested
for 1987-91. Data for a given interview year is released
approxizstely 2 years after the interview.

A ooasplete bibliography is available from the project
dirootors. Morgan, James X., et al; editors: Five IThousand
‘. "pilfes; Patterns of Economlo Progress. Vol.
I.IX. Ann Arbor: University of Miohigan Institute for

Sooiel Research.

Duncan, Greg J., ot al; 1583. a; Iy

Toars of Poverty, Yoars of
Plonty. Ann Ardor: University of Miohigan Institute for
8~0ixl Research.

325
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Assistant Secretsry for Planning and Lve)uetion (ASPE),
Departrert of Eoalth and Huren Servicen (DEES), aid Paticnsd
Sotence Foundation (ESF)

Panel Study of Income Dynamfos (PSID)

Date are ovasleble on tepes (ICPSR 7439) frve tle
Inter-unfveraity Conrortsut on PolStler) spd Socia)
PResesrch, University of Nichigan. 4)ac availohle wre
docupuntotion volurer wnd ¢ Uder gLide to the dece~.
Inter-univerajty Corzcrtiu on Pclitics) snd Sooss?
Fesesrch, P.0O. Fox 12k8, Ann Arbor, HI 58106.

Janet Vavra

Inter-university Corsostiut on Po)itics) #né Sccle™ Fezerrch
(313) 768-257C
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SPONSORS: Asaistunt Secretary for Planning anéd Evaluation (ASPE), Departsent or Health
and Buran Services (DHHS), and Kstional Sofenco Foundation (KSF)
TITLE: Penel Stody of Inoome Dynanios (PID)
TIPRX OF DATA COLLECTFD
Duta Public- Dats Publio-
File Use File Uzo
Tepe Tepe
< QEALTR
x Educational level Acute and chiunic conditiona
x Race x Diaability days
x Ethnioity Chrorso lizitations:
x Sex x(1586) of aotivity
x Karitsl ststua x(1686)  of zobidity
x Kigratson or uobility Iepasruonts
x Usunl sotivity status
x Ratality J ’
x Kortslity £} ME¥
x Karrisge Cogritive Ippsirtent mole
x Divorce Relavior probletis
Degtessson
HOUSING Alecoho] une
x Type of dwelling iy abuse
¥ No. of poruons §n household
] Relaticanhip of perzons n QARCES J1_HFAITH STATUS
houxehold x torhidity
x Functionsl }isStstion
IKCOMT AND WPALTE x Se) f=pescosved Fealtlh
X Labor force partiocipstion
x Tot£]l $ncore EUFCTIOUAL LEVELS
x Scurces of froowe X Soofal intenotion
x(1988) Hot zaaets x(1986) Aot.vities of dafly living
x(1986) Instruiertal activities of
SOCIAL SFRYICES desly living
EPALTH_RESQURCES AL E € d
Genorsl hoslitala ¥ Garersl lonfital setnsces
Privete paychis?~fo hospitsle Rureftg toce sotviaes
Public tantal health heupitelr lloee ledlth care
Hursing hores Rehabslitetion
Other inatitutionsl recources Fentnl health hoaritalizrstior
Coeowni ty-besed renourcer Yentel lterlth outgetiunt
Health profestions ontvioe:
Other proforaonsl re:ourcen Atcohol #nd diug Fbuse center:
Phyt $¢inn Setvicen/visits
CEALTY EXPRISES Tentarl nety'cer/virtt:
Costs of care Prescrilitjon dmgr
Qut-of-pocket cottis Cthor
HodSearo
Fedicasd BROAD €,
State expendituresr SAKRFLIICG UL YA
Privite Snourance
16
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Assistant Secretary for Planning and Evalustion (ASPE),
Departzent of Haalth and Human Servicas (DURS), and Kations)
Science Foundation (KSF)

Panel Study of Incoms Dynamios (PSID)

SELECTED ITEMS IN DATA SET
SI1ZE OF SAKFLE

d L1} ) J J ha L
Total 7,030 in 1985 3% annuslly
Under 65
65-7%
75-8%
95+

AVAILABILITY £KD LOCATION OF SPFCIFIC DATA ITEMS

paZ)

__ Datg File  Pudlic-lUse Tape Pudlished Jables

Date of birth
Sociel Seourity no.
Veteran status
Geogsaphio data
Largest unit
Seslleat unit
4ge classes
Single years
6C-6%
65+
€5-78, 75-8%, 85.
Other

X
x

Censun tepion
State &nd county

M W M

12
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PURPOSE:

DESIGH:

CONTFNT:

324

Assistant Secretary for Planning snd Evaluation (ASPE),
Department of Health and Huran Services (DHHS), with Bureau
of the Census

Survey of Institutionslized Peracns, 1976

Projeot Director: Evan Dsvey
Assistant Division Chief
for Special Surveys
Demorraphic Surveys Division
Bureau of Census
U.S. Departrent of Cormerce
¥sahington, DC 20232

To ottsin inforcation about the services and resources of
long-ters care tacilities providing csre for persors with
chronic conditions, disesses andsor handicaps; institutions
for the mentally 111 and rentally retarded; nursing hones
and homes for the aged; &nd residential schools and
treatoent centers.

Universe--long-ter: oare portion of the 1973 Master Fscility
Inventory: 928 of 26,003 fnstitutions were selected--98.5%
of the eligib)2 participated.

9,337 residents were selected “or inclusion.
Of these:

96.9% rad adrinistrative records data transcvibed;

96.8% coupleted a staff interview stout resident
activities;

60.6% of the residon’s corpleted interviews--32.2% were
not cortacted by in.titution request;

177 fenilies were selected for interview (next of kin
to savrle person); of these, 79.7% were located ard
Interviewed.

(1) Facslity; ovmerzhij; type of core provided; stze;
steff corpouition.

(2) AMninsstrative recorda of ssnple person; res<on for
advissjon, type of cire; source of pay ei..

(3) Staff interviou; rereral tobility; porsonal csre
needed; eids used; activities socielly.

(3) Resident interview; preinstituticral erpleyrert; living
arrangererts prior to entry; visitors; offrion of
cuality of Jife ir Ivatitution.

(5) Farily ‘rrerview; residert's derogrerbae buclg .nd;
ceefiim uwe ‘nutitutforalise and alterrtiver
contider- * rotential for Cisclivie; recily's
seti<fac on vith Institition; farily 't firanclfel
retyponribi~eties.
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Assistent Secretary for Planning and Evaluation (ASPE),
Departzent of Health and Huran Services (DHHS), with Bureau
of the Census

Survey of Institutionalized Persons, 1976

1976 (one tine)
Report fssued 1978

Census Publication P~23, No. £9. 1976 Surve, of
Institutionalized Persons: A Study of Persons Recelving
Long-Tern Care.

Technical Paper 42. 1976 Survey of Institutionalized
Persons: Methods and Procedures.

Public use data tapes available for sale from the Bureau
of the Census,

Data tapes are in the collection of the National Apchive of
Computerized Data on Aging raintained by the
Inter-university Consortius for Political and Socfal
Research, P.0. Box 1248, Ann Arbor, MI 48106, (ICPSR 7866)
Evan Davey

(301) 763-2778

340
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SPONSORS: Assistant Secretary for Planning and Evaluation (ASPE), Department of Health and

Human Services (DHHS), with Bureau of the Census
TITLB: Survey of Institutiotalized Persoas, 1976

TYPES OF DATA COLLECTED

Data Public-
- File Use
r Tape
x x
. x x
R x x
. x H
> x x

M
]

MR R M RN
MMM oM MM

ERIC

Aruitoxt provided by Eic:

DEMOL TeDRTA
Educational level

Race
Ethnicity
Sex

Harital status
Migration or mobility

VITAL STATISTICS
Natality
Hortaiity
Marrisge

Divorce

HOUSING

Type of dwelling

No. of persons in household

Relationship of persons in
household

INCOME AND WEALTH

Labor force participation
Total incons

Sources of income

Net assets

SOCIAL SERVICES

HEALTH RESOURCES

General hospitals

Private psychiatric hospitals
Public mental health hospitsals
lursing hopes

Other institutional resources
Comunity~based resources
Health professions

Other professional resources

P|
Costs of care
Out-of-pocket costs
Hedicare
Medicaid
State expenditures
Private insurance

80

Data FPublic-

File Use
Tape
x x
x H
x x
x x
x x
x x
x x
x x
x x
H x
x x

HEALTH
Acute and chronic conditions
Disability days
Chronic limitations:
of activity
of mobility
Izpairnents
Usual activity status

ALCOBOL, DRUG AFDSE,

AKD_MENTAL FEALTR
Cognitive izpairment scale
Behavior problexs
Depression

ilcohol usa

Drug abuse

\A
Morbidity
Functional limitstions
Self-percaived hszlth

EUNCTIONAL LEVELS

Sooial intersction

Activities of daily living

Instrumental aotivities of
daily living

EE*LTH_CARE_UTILIZATIOR

General hospital services

Huraing home services

Home hexlth care

Rehabilitation

Hental health hospitalization

Hental hsalth outpatient
services

Alcobol and drug abuse centers

Physicisn services/visits

Dental services/visits

Presoription drugs

Other

QTHER_BROAD CATEGORY
FOR_SAMPLING UNIY
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SPONSORS: Asaistant Secretary for Planning and Evaluation (ASPE),
Dspartment of Health and Human Services (DHHS), with Bureau of
the Census

TITLE: Survey of Institutionalixed Persons, 1976

-
I IN DAT
SI1ZE OF SAMPLE
Kusb le nresponse Rate
Totsl 9,036  (100%) 3.2
Under 65 Approx. 31.3% (2,831)
65~79 Approx. 25.2% (2,278)
80+ Approx. 81.1% (3,714)
Not reported  Apprex. 2.8%  (21%)
AVAILABILITY AND LUCATION OF SPECIFIC DATA ITEMS
Iten Data File Publ jc-Use Tape Publ¢shed Tables
Date of birth x
Socfal Security no.
Voteran status
Geographio data
Largest unit Uv.S.
Seallest unit u.s.
Age olssses
Single years x x
60-6%
65+
65-78, 75-84, B85+
Other 50-63, \ 79,
80+
® Receipt of veterans' benefits is identified
81
432
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Sureau of Census
County and City Data Book (CCDB)

Projeot Direotor: Glenn W. Xing
Chief, Statistiocal Cozpendia Staf?
Dats User Services Division
Bureau of the Census
U.S. Departzent of Comzerce
Washington, DC 20233

To previde statistical informetion for states, oounties, and
oities on rubjects such as population, vitasl statistiocs,
housing, and income.

Data are for geographic units in the United States, ococpiled
froa & pumber of sources.

Continuous oolleotion of oounty- and oity-level data.
Information ie processed as various data series are
preduced. Therefore some dats are annual, some periodio,
and eozd once in a decade.

Publication produoed roughly evory 5 years, though dats
are collected and procesved oontinuously. CCDB 1983 1s the
most current edition; uext odition 18 projected for 1987.

County and City Data Book 1983. Previous editions: 1933,
1939, 1952, 1956, 1962, 1967, 1972, 1977.

Public use files:

County and City Data Book 1983 (rost recent)
CO-STAT 1 (County Statistiocs 1)

County and City Dats Book floppy disvs

David Shaw

Customer Services

Data User Servicea Divieion
Bureau of the Census

(301) 763-103%

82
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SPONSOR: Buresu of the Cenaus
TITLE: County and City Data Book (CCDB)

TYPES OF DATA COLLFCTED

Data Public- Date Publio-
File Use Aggregate Dats File Use berregate Data
Tepe Tape
DEVOGRAPHIC DATA REALTY
x Eduoativnal level Acute s1d ohronic conditiona
x Race Disabilivy days
x Ethnicity Chronic limitacions:
X Sex of sotfvity
x Karital status of mobility
x Higration or mobility Ippairrents
Usual activity status
YITAL STATISTICS
x Natelity ALCOHOL. DRUG ABUSE,
x Hortality AND MENTAL HEALTH
x Harriage Cognitive impairment scale
x Divorce Rehavior protlexs
Deprossicn
HOUSING Alochol use
x Type of dwelling brug abusc
x Yo. of persons in household
x Relationship of persons in CHANGES_IN HEALTH STATUS
household Horbidity
Funotionsl limitations
INCOME AND WEALYH Self-perceivod healtn
x Labor forco participation
x Total inocoe FUNCTIQNAI
Sources of inoone Social interaotion
Net sssets Activities of daifly living
Instrurontal activities of
SOCTAL SERVICES daily living
EEALTH RESOURCES CAR 174
x General hospitsls General hospital services
Private psychiatrio hospitals Kursing hooe services
PublZo mental healtr spitals Home health oare
x Nursing homes Rehabilitation
Other inatitutional resouries Montal hoalth hospitalization
Comunity-based reaourcos Hental health outpttient
x Hexlth professions services
Other professional reasurces Alcohel and di.g abuse conters
Physiofar services/visits
HEALTH EXPENSES Dental servicea/visits
Costs cf care Prescription drugs
Out-of-pocket ocosts Other
x Medicare
x Hedicaid OTRER BROAD CATEGORY
State axpenditures FOR_SaMPLING UNIT

Private 1 surance

83
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SPOFSOF:  Furesu of the Cansuc

TITLR:

County and City Data Book (CCDB)

SFITCTID JTRNS YK DATE SFT

SJ7E OF SAIPIE

AVAIUARTI TTY ;I LCCATICI OF SPTCYFIC Ty ITRI S

Tton Trte Flle

Mblfo-lne Tre

Tutle-tcd Tst es

fate of dirth
Soelrl Tcourdty no.
Vetersr rtatis
Googruphic Cuts
Largect unit
Ssllert unit
hge clacses
Single yesrs
(C-€%
654+
(5-7%, 75-8%, 85+
Other
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SPONSORS: Bureau of the Census and Bureau of Labor Statistios (BLS)
TITLE: Current Populatios Survey (CPS)

Project Director: Kenneth Riooini
Chief, CPS Branch
Demographio Surveys Division
Bureau of the Census
U.S. Department of Commerce
Washington, DC 20233

PURPOSE: To provide current data on esployment and unezploympent;
supplezents added later since this was muoh oheaper and
faster than designing separate surveys for aach topio.

DESIGR: Uriverse is the oivilian noninstitutional population; sazple
1s a zultistage olustered sazple oouprising about 730
primary sanpling units (PSUs) encompassing roughly 1,900
geographio areas. Sample oonsists of about 72,000 addresses
a ponth, of whioh about 59,000 are interviewed. Xonresponse
rate tor eligible households is about 5.5 $. Sample is
rotated so that 755 of the addresses are ocamon in
oonsecutive months and S0 are the same in any 2 months 1
year ajart.

CONTENT: Honthly data on demographio oharaoteristios and labor force
status (hours worked, ocoupation and induatry, whether
looked for work, duration of unemployment, whether on
layoff, eto.). Supplemental data ocollected at varying
intervals on topios such as annual inoome, work expericncoe,
migration, fertility, immunization status, school
enrolleent, alimouny and ohild support, pension plans, etc.

YEARS OF DATA  Honthly sinoe 1942; labor force data released by the Bureru

COLLECTION: of Labor Statistios the first Friday of the followin~
ponth. Supplement data generally released in raports and
public use niorodata file from 6-9 months after oollection.

PUBLICATIONS: Labor Force Dsata: Emplovyment spd Earpings, Monthly Labor
Review, Bureau of Labor Statistios.
Supplement Data: by sponsors; inocme date in Census
Bureau's P-50 series, other oensus data in P-20 reports.

AVAILABILITY Public use mjorodata tapes available beginning 1968.
OF UNPUBLISHED Special tabulations oan be generated at oost given
DATA: availability of starr.

Data tapes are also in the colleotion of the Nation.
Archive of Coxputei'ized Data on 4g8ing maintained by the
Inter-university Consortium for Politioal 2nd Social
Research, P.0. Box 1248, Ann Arbcr, MI %3106,

CONTACT: Kenneth Ricecini
(301) 763-2773

85
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SPONSOR: Buresu of the Census and Buresu of Labor Statistios (BLS)
TITLE: Current Populaticn Survey (CPS)
TYPES OF DATA COLLECTED

Data Publio- Data rublio-
File Use File Use
Tape Tape
DEMOGRAPHIC DATA HEALTE
x x Educational level . ¢ Acute and ohronic oonditions
x x Raoe Disability days
x x Ethnicity Clironio limitationa:
x x Sex of sotivity
x x Marital status of pobility
€ b Higration or modbility Izpairpenta
x x Usual ar‘ivity statue
VITAL STATISTICS
Ratality ALCOHOL , DRUG ABUSE,
Hortality AND_MENTAL HEALTH
L b4 Marriago Cognitive izprirment scale
b b Divoroe Sehavior probleas
Depreaaion
HOUSING Aloobol use
x x Type of dwelling Drug asbuse
x x Ho. of perssns in houachold
x x Relationadip of persons in CHANGRS IN HEALTH STATUDS
household Yorbidity
Funotional limitations
INCOME AND WPSLTH Self-perceived health
x x Labor forue partioipation
. ¢ Tctal inocoe FUNCTIONAL | EVELS -
. . Sourves of income Social interaotion
Het sasets Activities of dafly living
Inatrucental activities of
CIAL SERVIC daily living
FEALTH RESOURCES ALTH CARE UTILIZATIO
General hospitals General hospital services
Private paychistrio bospitals Huraing howme servioee
Public mental health hospitals Hoze health oare
Hursing hoties herabilitation
Other institutionsl resources Montal health hospitalization
Corcunity-based reaourcer Hental health outpatient
Fealth drofessions ‘ervices
Other profescional rescurces Alcobol and drug abuse centers
Phusician services/visits
HEALTH EXPENSES Dental servicos/visits
Costs of oare Prescription ¢rugs
Out-of-pocket costs Other
Pedicare
Yedioaid QIFER BROAD CATEGORY
State expenditures FOR_SAVPLING UNIT
Private irsuranco ¢ . Sroxing

# jAvailible aS supplemental data only
for certain tonths.

85

Q 337
ERIC

Aruitoxt provided by Eic:




O

ERIC

Aruitoxt provided by Eic:

SPONSOR:

TITLE:

333

Current Population Survey (CPS)

Bureau of the Census and Bureau of Labor Statistica (BLS)

SELECTED ITEMS IF DATA SET

SIZE OF SAMPLE

dce Hupber r
Tota) 120,000
Under 60 95,100
60-69 13,000
70-79 8,500
80-89 2,000
90+ 500

n

AVAILAEILITY AND LOCATION OF SPECIFIC DATA ITFLS

itov

—Dats File

Daje of birth
Social Security no.
Vetersn status
Coottaphic datu
Lartest vnit
Srellest urit

Age alaasan
Single years
60-6%
65+
§5-74, 7588, 85+
Othar

x
x

U.Ss.
Enwr maaticn
disirfot

X
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Buresu of the Celsus
Deocermial Census of Population and Bousing

Projeot Direotor: John G. Keane, Director
Buresu of the Census
U.8. Departaent of Commerce
Vashington, DC 20233

The Constitution mandates that a census be taken every 10
yoars to previde a basis for reapportioning seats in ihe
House of Representatives.

In the 1980 cenzus, emch household in the oountry recsived
one of two versions of the census questionnaire: & short
fora contsining # limited number of basic population and
housirg questions or & long form containing these questions
2s woll as a nusber of additicnal Questions. Two sampling
rates were used for the long form. For most of the country,
¢3e in every six households (about 17 percent) received the
long fora or sanple questionnaire; in counties, indorporated
places and funotioning minor oifvil divisions sstimated to
have fewer %ian 2.500 inhabitants, every other household (50
percent) received the ssaple Questiochnaire to enhance the
reliability of sazple dats in small aress.

The information collected desoribes the basic demogrephio
&nd housing oharacteristios of the population. There are
sowe comparability problezs bdet b of
ohanges in definitions and procedures. A sootion on
cozparability s inoluded in most reporte.

Every 10 years ‘71e 1750: the twuntisth consus was
conducted az of «pril 1, 1980.

The Bureav of the Conous Catalox, 1985, provides a listing
of all 1980 census products available through early 1985,
Listings of subsequent releases can be found in the Mo~thly
Products from earlier oensuses oan “o
found in i H
1790-1972. Inforzation published between 1972 a4 1979 can
be found in the individual annual oatalogs.

Dats sre svailable fros summary tape files and ziorofiche.
Other spocial files include Publio~use miorodata samples.
Information is available on tape primarily fros the 1980 and
1970 oensuses. Publio use sample tapes are available for
1940, 1150, and 1960. The Census Buresu will produce

88
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335

Bureau of tbe Census

Deceanial Census of Population and Housing

special tabulations primarily of 1980 and 1970 dats froa
bss1o record tapes on 8 reimdursable basis. ReqQuests for
speoial tabulations of population itezs should be zent to
Paula Schneider, Progrsm Director, Population Division,
Bureau of the Census, Washington, DC 20233. Housing
requests should be szent to Arthur F. Young, Chief, Housing
Diviatcn.

Data tapes ars also in the oolleotion of the National
Archive of Computerired Lsta on Aging =aintained by the
Inter-university Consortius for Political and Social
Research, Box 1248, Ann Arbor, MI %8106.

Custoser Services

Deta User Servioes Division
Buresu of the Cencus

(301) 763-a100
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3POMSOR: DBuresu of the Census
TITLE: Deocsnnial Census of Population end Bousing
TYPES OF DATA COLLECTED

Data Publio- Data Publio-
File Use Filo Use
Taje Tape
REMOGRAPRIC DATA
x x Eduocationsl level Aoute and ohronic conditions
x x Rsoo Disability days
x x Ethnfoity Chronfo limitations:
x X Sax of aotivity
x x Harital status of mobility
4 x Migration or nobility Izpairments
Usual sotivity status
YITAL STATISTICS
Natality ALCOPOL, DRUQ ARUSE,
Hortality
x X Harrisge Cognitive ixpairment socale
x x Divorve Behavior Prodless
Dopreasion
RUSIRG Aloohol use
x x Type of dwelling Drug sbuse
x x No. of persona it household
x x Relationship of persons in CHANGES IN HEALTH STATUS
household Horbidity
Functional limitations
IXCOME_AND WEALTH Self.perceivod bealth
x x Labor force partiofipation
x x Total fnocas FUKCTIONAL LIVIAS
x x Sources of incooe Sooial intersotion
Nst azsets Aotivitios of daily living
Instrumental activities of
S0CIAL SERVICES daily living
BEALTH RESQURCES UEALTH CARE UTILIZATION
Goneral bospitals Geparal hospital services
x x Private Paychiatrio hospitals Rursing home services
x x Publio mentsl hoalth hoapitals Home bealth care
x x Nursing howces Rehabilitatioo
x x Other institutional resources Heontal bealth bospitalization
rozzunity-based resourcas Nontal health outpatient
x x hoalth profeasions services
x x Other profaszsional rosourcas Aloohol and drug abuse canters
Physician sorvices/visits
REALTH FXPENSES Dental cervices/visits
Costs of oare Prosoription drugs
Qut-of-pocket cuats Other
Hedicare
Hodicatd QTHER BROAD CATEGORY
State expenditures FOR _SAMPLIKG UNIX

Private insurance
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3SPONSOR:  Furesu of the Census

TITLE: wmornmuwmm

31ZE OF SAKPLE

bge _ FKupbor in Sspple Wonresponse Fate

Total 1008 itex 2.95 (allocated)
Undor 65 1005 itew
65-1" 1005 ftee
15-8% 1005 .ter
€5+ 1008 ftez
65+ 1005 iten %.05 (al1oca.ed)

AVAILARILITY AKD LOCATI® OF SPECIFIC DATA ITFMS

Iiep Data File b * u! bles

Dato of birth
Social Soourity no.

Voteran status x X

Goographio data
Largast unit U.S. u.s. 1.8,
Sasllest unit Blocks Blocks Census trac’s

Ago olansas
3ingle yoears
60-6%

M X % X
X X X M
M % M M

65+
65-78, 75-84, 85+
Other
Counts are availadbla for the age classes given; however, not sll
oharactoristios are oross-tabulated by these age olszses.
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OF UNPUBLISHED
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CONTACY:
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Buresu of the Census
State and Matropolitan irea Data Bouk

Project Director: Glenn W. King
Chier, Statistical Cotpendia Staff
Data User Services Division
Bureau of the Census
U.S. Department of Cozmerce
Washington, DC 20233

To provide statistical information for states, SMSks,
central oities, and metropolitan counties on births, deaths,
health care workers, bospitals, eto.

Data 8sre for geographic units in the United States, cozpiled
from a nuzber of sources.

Annual collection of county- and city-level data. P.riodic
colleotion of state-level data. Data vary betwcen annual
and decennial.

Roughly every 3 years; next edition projected for early
1986.

State and Hetropolitan Area Data Book, 1979 and 1982
editions; 1985 edition forthooming.

Tape files are available for 1979, 1982.

A file cslled CO-STAT 1 is also available for 1983. It
containa count ‘ata frow the State and Metropolitan Area
Data Bock and . 3 County and City Data Book. CO-STAT 2 with
updated data series will be available in early 1986.

David Shaw

Custover Services

pata User Services Division
Bureau of the Census

(301) 763-1033
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UPONSOR: Bureau of the Census
TITLE: State and Metropolitan Ares Data Book
TYPES OF DATA COLLECTED
Data Public~ Data Public-
File Use Aggregate data File Use Aggregate Data
Tape Tape
DEMOGRAFPRIC DATR HEALTH
x Educational level Acute and chronic conditions
x Race Disability days
x Ethnicity Chronic limitations:
x Sex of activity
x Marital status of pobility
x Higration or mobility Impairnents
Usual activity status
YITAL STATISTICS
x Natality ALCOHOL, DRUG ABUSE,
x Hortality ND
x Marriage Cognitive impairment scale
r Divorce Behavior probleus
Depression
HOUSIKG Alcohol use
x Type of dwelling Drug abuse
x NHo. of person. in household
x Relationship of persons in CHANGES IN HEALYH STATUS
houschold Horbidity
Functional limitations
HE AND_WE Self-perceived health
x Labor force participation
x Total income TONAL L]
Sources of income Social interaction
Net assets Activities of daily living
Instrucental sctivities of
SOCIAL SERVICES dally living
HEALTE RESOURCES HEALYH CARE UTILIZATION
x General hospitals x General hospital services
x Private psychiatric hospitals x Kursing hoze services
* Public montal health hospitals Home health care
x Ruraing hoxs Rehabilitation
x Other institutional rescurces x Ment.l health hospitalizaiion
Cozzunit s-based resources Hental health outpatient
x Health professions services
Other professional resources Alcobol and drug abuss centers
Physician services/visits
L P Dental services/visits
x Costs of cere Prescription drugs
x Out-of-pocket costs Other
x YHedicare
x Kedicaid OTHER _BROAD CATEGORY
x State expenditures FOR SAMPLING UNIT
x Private insurance
93
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SPONSOR: Bureau of the Census

TITLE: State and Metropolitzn irea Data Book

SELECTED ITEMS IN PATA SET

- SIZE OF SAMPLE

i 4 Hunb n le Honresponse Rate

g

Total

Under 65

65-7% Kot applicable
75-88

85+

AYAYLABILITY AND LOCATION OF SPECIFIC DATA ITEMS

Iten Data File Public-Use Tape Published Tables

Date of birth
Social Security no.
Veteran status
Geographic data

Larges® unit U.s. C.S.

Smaliest unit County, city County, city
Age classes

Single years

60-6%

65+ x x

65-78, 75-88, 85+

Other
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Bureau of tha Cenzus
Survyy of Inocme and Program Participation (SIPP)

Project Director: Roger A. Herriot
Chief, Population Division
Bureau of the Census
U.S8. Department of Commerce
Washington, DC 20233

The objectives of SIPP include the cdllection of data on
cash and noncash incone for the purpose of studying the
effioiency of transfer and service prograss, the osstimation
of future program costs and coverage, and the asseaszent of
the effects of proposed policy ch . SIP? will also
satisfy the need for icproved data on the ecoromic situation
of persons and families in the United States to produce
izproved estinates of the distribution of inceme, poverty,
and weaith.

SIPP started in Cotober 1983 as an ongoing nationelly
representative survey of the Bureau of the Census with one
sapple panel of approxicately 21,000 households in 17%
pripary sample anits selecteC to represent the
noninstitutional populativn of the United States. The
sakple design is self-weighting.

Each household is interviewed once every 4 months for 2 2/3
years 5 produce suff'icient data for longitudinal analyses
while providing a relatively short recall period for
reporting ronthly inccee and labor force activity. The
reference period for the principal survey itess is the four
wonths preceding the interview.

Each February a new panel goes into the field with a sauple
size of about 15,000 households. Members of esch panel go
through eight interviews or waves. In order to apread the
workload for the field staff, members of eaoh panel are
divided into four groups of equal size called rotation
groups. Esch month in turn one rotation group receives its
interview. Thus the four month relevance period i3
different for each rotstion &roup.

At this tize, cross-sectional unit noninterview rates are
available for the first two weves of SIPP. Unit
noninterview rates provide a ueasure of the success/fajlure
of the SIPP f'feld work. While refussls are the largest part
of the type A rate, it also fnoJudes ™no one hoze" and
"temporarily absent®™ houssholds. In Wave 1 (all rotatson
groups), the rean type A rate was 4.8%; in Wave 2, 3.7%5, in
Wave 3, 5.6%5. The cunulative Type A rete after 3 interviews
is approxirately 12%.

95
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BRureau of the Census
Survey of Income and Program Participetion (SYPP)

A study has been implemented to validate electronically
reported social security aumbers (SSN), to manually search
for SSHs not reported correctly, and to use the panel aspect
of the SIPP to correct and verify a respondent's SSH.
Having established the link for matching sctivities, work is
now proceeding on identifying content and availability of
administrative record systems for use in:

(a) data sugmentation for research and estizates and (b)
survey data evaluation.

Another aspect of this work is the development of 2
deponstration and feasibility study to evaluate SIPP data
from Waves 1 and 2 using several federsl administrative
record Systema such a3 the Kaster Beneficiary Record (SSA),
and the Supplemental Security Record (SSA).

Yue content of SIPP was developed around a "core® of labor
foroe and incoac questions designed to messure the aconomic
situation of persons &ges 15 and over in the United States.
These questions erpand the data currently available on the
distribution of cash and noncash incowe and are repeated at
each interviewing wave.

Specific questions are asked about the types of income
receivad, including transfer Payments and noncash benefits
fron variocus programs, disability, assets and liabilities,
pension coversge, taxes, and many other 1tems, for each
ponth of the reference period, as well as labor force
status, which 1s collected on & weekly basis. A few
questions on private health insurance coverzge are also
included in the core.

The SIPF has been designed to provide a broader context for
analysis by adding questions on & variety of topics not
covered in the core section., These questions are laboled
wfived topioal modules® and are assigned to particular
intervieving waves of the survey. For exazple, Qurations
are asked about health and disability in the third interview
of the 1984 panel, and questions aro asked about the value
of assets and liabilities in the fourth interview of the
198% panel. if more than one observation is needed,
questions on one wave may be repeated on & later wave.

In response to progr-m planning and policy analysis data
requiresents, the final cozponent of the SIPP content
consists of modules of questions designed in consultation
vith other federal sgencies. These variable topical modules
are designed to be flexible and to meet immediate policy
analysis nesds. For example, Wave ¥ includes date on
pension plan coverage and retirezment plans and exjectations.
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Bureau of the Census

Survey of Inccmse and Program Participation (SIFP)

The initial interviewas for the 198% panel began in October
1983. Seven of nine propcsed waves of the 193% panel have
been completed. In February 1985 a new panel began and
three wavea of interviewing have been coupleted. A new
panel will be implemented each February. The .irat five
quarterly reporta--third quarter 1983, .‘curth quarter 1983,
firat quarter 198%, aecond quarter 1988, and third quarter
1985--bave been released.

SIPP Working Paper Series, Nos. 8501-8%07 and 8501-8505,
Bureau of the Cenaus.

Survey of Income and Progran Participation and Related
Longitudinal Surveys: 198% (selected papera given st the
1984 annual meeting of the American Statiatical Association
in Philadelphis, August 13-16, 198%), Burezu of the Census,
Washington, DC, 198%.

Survey of Incose and Program Participation: 1985 (selected
papera given at the 1985 annual meeting of the American
Statistical Associstion in Lzs Vegas, Nevads, August 5-8,
1985) Buresu of the Census, Washington, DC, 1985.

"Economic Characteriatica of Households in the United
States,* Cu » Series P-70. Bureau of
the Census, U.S. Departzent of Commerce (quarterly reporta,
five of which have been released).

The SIPP file is s questioznaire image file. Both the
internal file and the public-use data tape mirror each
othor except for some geographic and incowe recodes. The
files sro available in two formata: one that containa
neated record types for households, persona, lubor force
sotivity, and aaset income, whioh may be linked together,
and one that contains all the information collected direct v
linked to each person racord.

Survey of Income and Program Participation (SIPP) micro data
filea for Waves 1-% of the 1985 panel have been relessed.

Data tapes are part of the collection of ‘he
Inter-university Consortium for Politioal and Social
Research, Box 12388, Ann Arbor, MI %8106. They are slso in
the collection st the Survey Data Center (funded by the
National Science Foundation) at the Univeraity of Wisconain.

Custoner Services

Data User Services Divisicn
Bureau of the Census

(301) 763-4100
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SPONSOR: Bureau of the Census
TITLE: Survey of Income and Progras Participation (SIPP)
TIPES OF DATA COLLECED
Dats Publfo- Data Publfc-
File Use File Ure
Tape Tape
c HEALTH
x x Educational level Acute and chronio conditions
x x Race Disability days
x x Rthndatey Chronio lizitations:
x x Sex x x of aotivity
x £ Harital atastus x x of mobility
x x Higration or nobility x x Inpatrzoats
x x Usual aotivity status
x x Natality ALCOHOL, DRUG ABUSE,
x x Hortality L HE
x x Marriage Cognitive irpairpent scele
x x Divorce Behavior problezs
Depression
HQUSIKRG Alcohol use
x x Type of dwelling Drug abuse
x x Ko. of perasons in household
x - Relatfonship of persons in CHARCG EAL ATV
household Korbidity
Functional limitations
INCOKE AND WEALTH Self-perceived health
x x Lsbor force partioipation
x x Total inooue FUNCTIORAL LEVELS
x x Sourcas of incone Social interaction
x x Net assets Activities of daily living
. . Instrurental 8otivities of
SOCIAL SERVICES daily living
HEALTH_RESOURCES ALTH_CARE UTILIZATION
Goneral hospitals x x Geners) hospital services
Private psychiatrio hospitals (acpe)
Public mental health hospitals Huraing hope service:
Hursing hoces Howe health care
Other institutioral resources Rehabilitation
Corgunity-based resources Hental health hospitalizeiicp
Health profeasions Mental health outpatient
Other professional resources parvices
Alcohol und drug abuse oenters
HEALTH EXPENSES Physician services/visits
x x Costs of care Dental services/viaits
x x Out-of-pocket costa Prescription drugs
x x tiedicare Other
x x Kedicaid
x x State expenditures QIBE% 2ROAD CATEGORY
x x Private insurance FOR SANPLING UNIT
x x Health Care in howe by
nonprofit organization
L 19§u Topical Hodule
98
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SPOESOR:  Burveu ¢f Lhe Census

TITLE: Surrey of i “ome and Progras Farticipeticn (SIPP)

SIZE OF SAMPLF

Lo Futdber in Sairle
(For fi1st

[enel)

Tols; 53,721

Oider 65 47,53¢

65-74 3,880

75-84 1,856

£5+ 46

AVEILREILITY AMD LOCATIOH OF SPECIFIC DAT? TTFIS

iten Duts Ffle Pub“f0-Use Trie Fublished ot e
Date of birth ES *
Scedal Security no, x
Veleater stetus > x
Ceograplic data

Largest vait U.s. 6.5, v.5.

Smallest unit County 250,000+ Fegsan
Age Cleanes

Single yeurs > x Lo Soe

60-6%

65

65-7%, 75-84, 85+

Other

99



Al

™
ok
w3

3

Wy Fe ol

0]

N T oy

O

ERIC

Aruitoxt provided by Eic:

AT NCTAPITERLATE AR SN s e v pe e

SPONSCR:
TITLE:

PURPOSE:

DESIGN:

CONTEKT:

YEARS OF DATA
COLLECTIOK:

PUBLICATIORS:

AVAILABILITY
OF UKPUR’ TSHED
DATA:

CONTACT:

346

Bureau of Labor Statistics (BLS)

Conzumer Bxpenditure Survey

Project Director: Eva E. Jacods
Chief, Division of Consuner
Expenditure Surveys
Burezu of Labor Statistics
U.S. Department of Lsbor
00 B Street, W
Washington, DC 20212

To provide a continuous flow of data on consumer expendituvre
and sociosoonomio oharacteristios.

The Conavrer Expenditure Survey is a national probahility
sauple of households deaigned to be representative of the
popuiation of the United States. Primary sampling unita
(PSUs) were aclected that consisted of oountiea or farts of
oounties, groups of counties, or indercndent citiea. The
set of sample PSUs used for the survey is covpozed of 101
areas of whioh 85 are urban, Survey ia in two parts. In
the Diary Survey, 5,000 roapondents per year keep & two-week
dfary. In the Interview Surzey, 5,000 respondents are
interviewed overy throo months S tines. Sicple s
rotating. Respinae ratea are about 8% -90%.

211 expenditures and nany characterirtics are colleoted.
Incoce and assets are collected in the record end fifth
interviews.

Ongoing since 1980. Fxpected release dstes:
1984 - Surveys - ¥aroh 1986
1985 - Surveys - March 1987

BLS Pulletin 2173; 198C-1961 Pisry Survey.

BLS Bulletin 2225; 1980-1981 Intemview Survey.

BLS Bullatin 2286; 1982-1983 Interview Survey.
Public-use data tales are aveilable frow the Eureav of
Labor Stetistica.

Eva E. Jacobs
(202) 272-5156
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Bureau of Labor Statistics (BLS)

Cousumer Expenditure Survey

TYPES OF DATA COLLECTED

Data Prolic-
File Tse
fape
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Educational level
Rees
Ethnicity
Sex

Marital status
. igration or pobility

Hatality
Hortality
Harrisge
Divorce

HOUSING

Type of dwslling

No. of persons in bousehold

Relationship of persons in
bousehold

INCOME AND WEALTH

Labor force participation
Yotal incove

Sources of income

Ke\ assets

SOCL\L SERVICES

HEALTY: RESQURCES

Genera'. hospitals

Priva’e psyvhiatric hospitals
Putiic meptal health hospitals
nuraing hoaes

Other institutionsl rescurces
Cozmunity-based resources
Health professions

Other professional resources

HEALTH EXPENSES
Costa of care
Out-of-pocket costs
Medicare

Hodicaid

State expenditures
Private insurance

Data Public-
File Use
Tape
HEALTH
Acute and chronic conditions
Disability days
Chronic limitations:
of activity
of mobility
Iopairpents
Ususl activity status

L
AND MENTAL HEALTH
Cognitive impairzent scale
Behavior problezs
Dapression
Alcohol use
Drug abuse

Morbidity
Functional limitations
Self-perceived health

C
Social intersotion
Activities of daily living
Instrunental sctivities of
daily living

EBALTH CARE UTILIZATION

General hospital services

Nursing howe servicos

Howe heslth osre

Rehabilitation

Hental healt', hospitalization

Jental health outpatient
services

Alcohol snd drug abuse centers

Physioian servicea/visits

Dental servicoa/visits

Prescription drugs

Other

FOR SAMPLING UNIT
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T SPONSOR: Bureau of Labor Statistios (8LS)
L3S
N TITLE:  Cohsumer Kxpenditure Survey
K
. SELECTED ITEMS IV DATA SET
' SIZE OF SAMPLE
» 1980
’ Apo (Ref. Person) MWusber in Sample _
Sarle by age
Total 4,750 will ohange ~ver
> Under 65 3,739 tise witk dexo-
65-74% 618 graphio changes.
- 75-8% 319 Average totsl
N 85+ 65 sanplo--
v approx. 5,000,
AVAILABILITY AKD LOCATION OF SPECIFIC DATA ITFMS
.
peti) Data File Publjo-Use Tape  Published Tables
B Date of birth x x i
. Socjal Seourity no.
‘ Veteran status
Geographic data
4 Largost unit Region Region Region
Seallest unit PSU SKSA nizo Selected SHSAs
Agoe classes
Single years x x
60-6%
65+ x
65-74, 75-84, 85+
Other: 65-T%, 75+  x x
102
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SPONSOR: Bureau of Labor Statistios (BLS)
TITLE: Consuxar Price Index (CPI)

Project Director: John P, Early
Assistant Cocmissioner for
Consuzer Prices and Price Indexes
Burosu of Labor Statistios
0.S. Departzent of Labor
%1 G Street, NW
Washington. DC 20212

PURPOSE: Provide basis for cost-of-living adjustsents in wages during
Horld war I.

DESIGN: Sanples of areas, outlets, and itens. Veighting pattern
based on Survey of Consuwer Expenditures (Seoe BLS Kandbook
of Fethods, Volumo II, Bulletin 2134-2, April 198k).

CONTENT: Prices ara collected for a sapple of pedical care
ooraodities and sorvices (and othsr houschold
expenditures). Samples are updated pericdioally to reflect
tho chafiges in expenditure patterns and oormodities and
services oonsuped. The last cajor rovision was 1978; tho
next is acheduled for 1987.

YEARS OF DATA  Hontbly dats for the U.S. oity average since 1913.

COLLECTION: Honthly, bironthly, or quarterly data for selected
petropolitan areas since 1913. There are ourrently 5
ponthly areas and 23 bironthly areas.

PURLICATIONS: Data: CPI News (press release), CPI Dotailed Report.
Hothodology: BLS Handbouk of Fethods, Vol. II, 196k.

AVAXLARILYTY None. Basio data are colleoted under & plodge of con-
OF UNPURLISHED fidentiality to the respondonts. Only published data
DATA: sre available.

COKTACT: Patrick C. Jaoksan

Bureau of Laber Statistice
(202) 272-5160
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SPONSOR: Bureau of Labor Statistios (BLS)

TITLE: Cotsuser Prics Index (CPY)

TIPES OF DATA COLLECTED

Data Publio~
File Use
Tepe

ERIC

Aruitoxt provided by Eic:

DEMOGRAPHIC DPATA
Educational levsl
Raoe

Ethnioity

Sex

Harital statua
Higration or mobility

Natality
Fortality
Harrisge
Divorcs

QUSING

Type of dwslling

Ko. of persons in household

Relationship of persons in
housshold

WEALTH
Labor foroe psrtioipation
Total inoooe
Sources of inoe
Not asoots

DCIAL SREVICE,

HEALTH )

General jospitals

Private osyohistrio hospitale
Publioc mental haslth hospitals
Rursing hooces

Othor institutional resourcee
Cozmunity-based resourcee
Hoalth professisns

Other professional resources

Costs of osre
Qut-of-pooket costs
Hodioare

Hodfosid

Stats oxpenditures
Private tusurance

LW
(92|
R

104

HEALTH
Aoute and ohronio conditions
Disability days
Chronio limitations:
of sotivity

of mobility
Inpairnents
Uoual sotiv’ tatus
Wl

Cognitive izpairment scale
Behavior probleas
Depression

Aloohol use

Drug sbuse

Morbidity
Functional limitations
Self-perceived heslth

EUNCYONAL LEVELS

Socisl interaotion

Aotivitiss of defly living

Instrusental aotivities of
daily living

HEALTH CARE UTILYZATIOR

General hoepital services

Nursing hoce ocervices

Hoze health osre

Rshabflitation

Mental health hospitnlization

Mental hoalth outpatient
servioes

Aloohol an¢ drug sbuse oentars

Physioian services/vieite

Dontal serviooes/visits

Prescription drugs

Otker

OTHER, BROAL CATRCORT

Changes in oharges or prioss
for selected medfoel oare
oomoditiss and servioes
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SPONSOR:  Buroau of Labor Statistios (BLS)
TITLE: Consumer Price Index (CFX)

SELECTED ITEMS IN DATA SET
SIZE OF SAMPFLE
fz0 Hupber in Jromple  Honreaponse Bate
Total
Under 65
65-7% Xot applioable
75-0%
85+

AVAILABILITY AKD LOCATION OF SPXCIFIC DATA ITEMS

{tea Dats P(le Publjo-Use Tspe  Publishod Tables

Date of birth
Social Seourity o.
Vetoran statuwr
Geographio data

lLargest unit C.S. city
avorsge

S=allest unit 28 Selected
local areas

4geo olaases
Single years
60-6%
65+
65-7h, 75-8%, 85+
Other

105

396
Q .
ERIC

Swos—tT -



O

ERIC

Aruitoxt provided by Eic:

SPONSOR

TITLE:

PURPOSE:

DESIGH:

CONTERT:

TEARS OF DATA
COLLECTION:

PUBLICATIONS:

AVAILABILITY
OF UNPUBLISHLD
DATA:

CONTACT:

352

Bureau of Labor Statistios (BLS)
Industry Wage Survey: Bospitals

Project Director: Sandra King
Project Director, Induat - ““udies
Office of Wages and Ind Relations
Bureau cf Labor Statistic.
U.S. Department of Labor
441 G Street, NW
Washington, DC 20212

To gather and analyze data on the odcupational wage
structure of various manufacturing and nonganufacturing
industries.

Universe is the Buresu's file derived from state
unezploypent insurance reports. The survey is 2 probability
aanple of hospitals that employ 100 workers or uore. Data
oollected from about 600 hospitals in 22 milrcupolitan areas;
response rate is about 90%.

Earnings of individual hospital workers matched to detailed
occupational descriptions; sex of workers; incidence of
enployee benefits (holidays, vacation, health and life
insurance, retirement plans); and hospital practices (work
schedule, shift).

Generally done every 3 years.

1985 data available in early 1986. Data have been ccllected
for 1981, 1978, 1975, 1972, 1969, 1966, 1963, 1960, and
1957.

BLS Bulletine titled Industry Wage Survey: Hoapitals
(date). Bulletin nuzbers are: 2204 (1981), 2069 (1978),
1959 (1975), 1829 (1972), 1688 (1969), 1553 (1966), 1409
(1963), 1294 (1960), 1210 (1957).

Unpublished data oan be made available on a fee (contract)
baais.

Sandra King
(202) 523-1309
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TITLE:

Induatry Wage Survey:

353

Buredu of Labor Statistica (ELS)

Hozpitals

TYPES OF DATS COLLFCTFD

Data Fublic-
File Use
Tape

»®
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DEMOGRAPEIC DATA
Educational level
Race

Ethnicity

Sex

Varital status
Migration or robilfity

VITAL STATISTICS
Natality
Bortality
K~rriage

Divorce

HOUSING

1ype of dwelling

No. of persons in household

Relatfonship of persons in
household

IRCOME AMD WEALTE

Labor force participstion
Total incoue

Sources of incoze

Ket 2ssets

SOCIAL SERVICES

HEALTF RESOURCES

General hospitals

Private psychiatric hospitals
Public nentsl health hospitals
Hursing hozes

Other institutional resoutces
Comainity~based resources
Health professfons

Other professional reaources

HEALTH EXPFNSES
Costs of care
Qut-of-pocket costs
Medicare

Fedicatid

State expenditures
Private fnsurance

107

Data Public-
File Use
Tape

HEALTE
Acute and clhironic conditions
Dissbility deys
Chronic limitatichsa:
of sctivity
of wobility
Izpairrents
Usual activity stutus

ALCOROL, DRUG ABUSE,

AfD VENTAL FFALTH
Cognitive ixpairsent scale
Eehavior problecs
Depressfon

Alcohol use

Drug abuse

CRAEGES N HEALTY STATUS
Forbidity

Functicnal liwitations
Self-perceived health

FUNCTIORAL LEVELS

Social interaction

Activities of daily living

Instrumental activities of
daily living

HEALTF_CARF,_UTILIZATIOR

General hospital services

Kursing home services

Home health care

Rehabilitation

lental health boapitalization

Kental heslth outpatient
services

Aleohol and drug abuse centers

Physician services/visits

Dental services/visits

Prescription drugs

Other

OTHER_BROAD CATEGORY
FOR _SAMPLING UNIT
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SPONSOR: Furesu of Labor Statistics (ELS)

TITLE: Industry Wsse Survey: Hospitals

SELECTET ITEMS "» DATA SET

SIZE OF SAMPLE

Age Nupber in Sseple Honresponse Rate

Totel

OUnder 65

65-78 Not. applicable
75-8%

85+

AVAILABILITY AND LOCATIOH OF SPECIFIC DATA ITFES

Iten Pate Fale Fublje-i'3e Tare

Fubli<hew Telies

Date of birth
Social Security no.
Veteran status
Gecgraphic dats

Largest unit Yetropolitin Metropoliten
area srea
Stallest unit Metrcpolitsn lietropolitan
area area
Age classes
Sirgle yesrs
60-6%
65+
65-78, 75-8%, 85+
Qther
108
’H’(’
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Meticpoiitan
area

Hetropoistan
area
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355

Bureau of Lavor Statistics (BLS)
Industry ¥age Survey: Nuraing Homss

Project Director: Sendra King
Project Director, Industry Studiss
office of Wages and Industrial Relations
Bureau of Labor Statistics
U.S. Department of Labor
331 G Street, KW
‘lashington, DC 20212

To gather and ant . data on the occupational wege
structure of various banufacturing and nonmanufacturing
industries.

Univarse is Bureau's file from state unesployment insurance
lists. The survey is a probability sacple. Data are
collected froz about 1,100 nursing homes in 22 metropolitan
areas; response rate is $0f%.

Earnings of individual workers zatched to detailed
occupational descriptiona; sex of workers; incidence of
fringe benefits; and rursing hozme practices (work schedule,
shift).

Generally done every 3 to 3 years. 1985 data available
early in 1986; data have been collected for 1981, 1978,
1676, 1973, 1967-68.

BLS pulletins titled Industry Wege Survey: Kursing Homes
{date). BLS Bulletin numbers are: 21%2 (1981), 2069
(1978), 1973 (1976), 1855 (1973), 1638 (1967-68).
Unpublished data can be wade availble on a fee (contract)
baais.

Sandra King
(202) 523-1309
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SPONSOR: Bureau of Labor Statistics (BLS)
TITLE: Industry ¥age Survey: .ursing Homes
TYPES OF DATA COLJ.ECTED
Data Public- Data Public~-
File Use File Use
Tape Tape
DEMOGRAPHIC DATA HEALTH
Educationa level Acute and chronic conditions
Race Disability days
Ethnicity Chronic linitations:
x Sex of activity
Harital stuatus of cobility
Higration or mobility Inpairments
Usual activity status
VITAL STATISTICS
Natality ALCOROL, DRUG ABUSE,
rtality AND MENTAL REALTH
Karriage Cognitive icpairment ncale
Divorce Behavior problexs
Depressfon
HOUSIKG Alcchol use
Type of dwelling Drug abuse
No. of perscn3 in houasholc
Relationship of persons in ANGES HEALTH STATUS
household Horbidity
Functional lipita ~ns
INCOME AND WEPLTH Self-perceived r.alth
Labor force participation
Total fincoze FUNCTIONAL LEVELS
! arcea of income Socia) interaction
Ket assets Activities of daily living
Instrurental activities of
SOCIAL SERVICES daily 1*ving
HEALTH RESOURCES HEALTH C},E_UYILIZATION
General hospitals General nospital services
Priva.e psychiatric hospitals Kursing hone services
Fubl,c wental health hospitals Hozme health care
x Jursing hoves Rehabflitaticn
Other inatitutional resources Hental heslth hospitalization
Coczunity-based resources Montal health outpatient
Health professions services
Other professional resources Alcohol and drug abuse centers
Physician services/visits
HEALTE EXPENSES Dental services/visits
Costx of care Prescriptinn drugs
Out-of-pocket coste Other
Medicare
¥edicaid OTHEP BROAD CPTEGORY
Stet. expenditures FOR SAMPLING UNIT
Privete insuranc(
110
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SPONSOR:  Buresu of Labor Statistics (BLS)

TITLE: Industry Wage Survey: Kursing Bomes

SELECYED ITEMS IN PAT} SET

SIZE OF SAMPLE

Age Number in Sample Honresponse Rate
Total

Under 65

65~74% Not applicable

75-8% J

85+

AVAILABILITY AND LOCATION OF SPECIFIC DAT? ITEMS

Iten I ubl fc~Use ubl} ished Table

Date of birth
Social Security no.
Veteran status
Geogruphic data

Largest unit Hetro area Hetro areas

Saallest unit Hotro ares Yetro area
Age classes

3ingle years

60-6%

65+
65-7T4, 75-8%, 85+
Other

pRY]
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SPONSOR:

TITLE:

PURPOSE:

DESIGN:
CONTENT:
YEARS OF DATA

COLLECTION:

PUBLICATIONS:

AVAILABILITY
OF UHPUBLISHED
DATA:

CONTACT:

358

Centers for Disease Control \CDC), Departpent of Health and
Human Services (DHHS)

Annual fuberculosis Statistical Sussary

Project Direotor: Alsn B. Blooh: K.D.
Chief, Statistics and Analysis
Seotion
pPiviaion of Tuberculosis Control
Centers for Dissase Control
Atlanta, GA 30333

Collect aggregste tuberculosis dats fron atates and large
oitiss (250, 200 or more population) including denographic
and oliniosl Jata.

Universe 13 all reported cases of tuberculosis since 1962,
continuing yesrly.

Dezograpbic, olinical, snd epideziologio data in 2ggregate
forp for states snd large oities.

Annually sinoo 1962.

Tuberoulosis Statjstios: States apnd €, g3, Centers for
Disease Control, snnual reports.

Tuberculosia ir the United States: Conters for Disease
Control, annual reports.

Unpublished tabulations svailable from the Division of
Tuberculosis Control.

Marion Heador

coe
(%03) 329-2512

112
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SPONSOR: Centers for Disease Cortrol (CDC), Department of Health « 1 .iuman Services (DHES)

TITLE: Annual Tuberculosis Statistical Sumsary

TYPES OF DATA COLLEZTPD

Data Public- Data Public~

File Use File Use
Tape Tape
DEMOGRAPHIC DATA HEALTH
Educational level x Acute and ohronic conditiona®
x Race Disability lays
x Ethnicity Chronic limitations:
x Sex of activity
Harital status of mobiiity
Migration or mobility Inpairnents
Usual activity status
A Ratalfty ALCOHOL, DRUG_ABYSE,
tortality AL’
HKarriage Cognitive impairment scale
Divorce Behavior problexs
Depression
HOUSING Alcohol use
Type of dwelling Drug abuse
No. of persons in household
Relationship of persons in CHANGES IN BEALTH STATUS
household Horbidity
Functional limitations
INEC Self-perceived health
Labor force participation
Total incone FUNCTIONAL LEVELS
Sources of incoze Social interaction
Kot assots Activities of daily living
Instrupental activities of
CIAL C daily living
RESOURCES HEALTH_CARE UTILIZATION
General hospitals General hoapitsl services
Private psychiatrio hospitals Rursing home services
Public zental health hospitals Howe health care
Rursing hooes Rehabilitation
Other institutional rascurces Mental health hospitalization
Comzunity-based rescurces Mentel health outpatient
Health professions services
Other professional ~esources Alcohol and drug abuse centers
Physician services/visits
HEALTH EXPENSES Dantal services/visita
Costs of care Prescription drugs
Out-of-pocket costs Other
Hedioare
Hedicaid OTHER BROAD CATEGORY
State expenditures FOR SAMPLING UNIT
Private insurance x Clinical Data
x Ep.demiclogic Data
*  Tuberculosis
113
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SPONSOR: Centers for Disease Control (CDC), Department of Health ana
Human Services (DHHS)

TITLE: dnpual Tuberculosis Strtistical Summary

SELECTED ITEMS TN DATA SET
SIZE OF SAMFLE
Ao Huzber in Sapple Honresponse Rate
Total Universe
Onder 65 Universe
65+ Unjverse

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS

Itex Data File Publjc-Use Tape Published Tables

Date of birth
Social Security no.
Veteran status
CcoBraphic data
Largest unit State State
Swallest unit Large oity Large city
(2 250,000) (2 250,000)

Age classes
Single years
60~6%
€5+
65-7%, 75-8%, B85+
Other

1la
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SPONSOR:

TITLE:

PURPOSE:

DESICN:

CONTENT:

YEARS OF DATA
COLLECTION:

PUBLICATIONS:

AVAILABILITY
OF UNPUBLISHED
DAVA:

CORTACT:

361

Centers 'or Diseace Control (CDC), Department of Healtb and
Hupan Services (DHHS)

National Imcunization Su-vey--CPS Supplement

Projeot Director: Don Eddina
Chief, Dats lansgezent Branch
Diviatop of Inpni~ization
Centers for Disense C otrol
Atlanta, GA 30333

To wonitor the frrunization status fer selected grovps o¥
the U.S. populstion.

Supplement to the Current Population Survey of the Bureau of
the Census.

Izzunizrtion histories of household respondente are
obtagned. Questionnaire content has veried frov Line to
tize over the years. Survey is conducted in Scptember.

1959-8%; budgeted for 1985; release date is July 1986.

Pata are published by the CDC through 19¢78. Since then,
information has been published in various procceedings of the
annual fmnunization conference.

Unpublished data are available from 1979 to present through
the Division of Ippunization. Public use tapex are also
available.

Don Eddins
(50%) 329-1875

115
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SPOFSOR: Centers for Disesse Control (CDC), Depoitrent of Feelth and Huran Servicen (DHES)
TUTLE: National Imsunization Survey—CP3 Supplesent

TYPES OF DATA COLLECTED

Data Public- Dats Public-
File Use File Usc
Tapo Tape
£ DPATr HEALTE
Educational level Aeute ord chronfe conditions
x x Race Disability daya
x x Ethnicity Chronic Jimitetions:
x X Sex of rotivity
Morital status of nobilfty
Kigratior or nobility Topafrvents
Usuel activity status
VITAL STATISTICS
Natelity ALCOFOL, DPUG AFUSE,
Fortality AND MEXTAL HEALTH
Yarriage Cotnitive frpuirrent scale
Divorce Relisvior prohlers
Depressicn
HOUSIKRG Aicohe} use
Type of Cwellirg g abuse
¥o. of persons ir hovsehold
Reletionship of persons in ChiFCES IV HEALTE STAJUS
Louaehold Fortsatty
Furctioral limftstions
INCOHE AND WEALTE Self-perceivec heuwlith
Lebor force participetéon
Totel Sneoce FUNCTIONAL 1EV LS
Sources of incore Secia) frtere lon
Vet aavets fetivities of c¢et)y Mivirg
in o trvtents) aotivatoe: (f
SERVICES deily ifving
EFALTH RESQUECES BEALTY CATE UTILIZATICH
Ceneral houp ‘»)s General Youpitel taivicey
Privete psyct..tlric bospdtels ur<'ry, Yoo kervaice
Public rental healli hospitals Fore tealth ctre
Fursdng hotes Febens:’talsor
Other Inatitutional rerources ¥ertal bealth hospitelizetion
Cotscurity~based rosovrces VYertel heelth cutpensent
Health frofessjons service:
Other profesafonal reacvrces Kleobo. ard Greg einse cenlers
yricden (otv cerfvinits
HEALTY EXPENSES Dentel serv.ce./virits
Costs of cere Prescript foh drugs
Qut~of-pocket cost. Otber
Yedicare
Yedicoid QFLEF TFOAD CATFCORY
Stele expsnditures FCR SM PLIVC UMIT
Priygte Snsurince by y Intanfzetion aletun
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SPONSOR: Centers for Disease Control (CDC), Department of Health and
Huzan Services (DHHS)

TITLE: Natiopal Immmizatioc Survey—CPS Supplement

SELECTED IYEMS IN PATA SET
SIZB OF SAMPLE

Nup Ho,
Totsl 152,000 5.0%
65+ 18,000 3.5%

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS

1))

Dste of birth
& *al Sesurity nc
VYetoran ststus
Geographic data
Largest unit
Sovallest unit
hge classes
Single years
60-6%
65+

Dats File L b ble:
u.s, .8, v.8.
SKSA SHSA SMSH
X x X
117
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SPONSOR:

TITLE:

PURPOSE:

DESIGN:

CONTZKT:

YEARS OF DATA

PUBLICATIONS:

AVAILABILITY
OF UNPUBLISHED
DATA:

CONTACY:

364

Centers for Disease Control (CDC), Department of Heslth and
Huean Services (DHHS)

Report of Varified Case of Tuberoulosim

Project Director: Alan B. Bloch, M.D.
Chief, Ststistios and Anmalysia
Soction
Division of Tuberculoais Control
Centers for Dis~ase Control
Atlante, GA 30333

Collect detailed demographic, olinioal, and epidemiologio
dats on individual cases of tuberouloats reported in the
United States.

Universe is ail reported csses of tuberoulosis in the United
States sincs 1985, continuing yearly.

Denographio, clinfoal, and epideniologioc data on fndividual
cases of tuberoulosis, collected annually.

Annuslly since 1985.
Tuberculr 43 Stetistjon: States and Cities, Centers for

Disease (ontrol, annual reports.

1) n 11} .at03, Centers for Disease
Control, annusl reports.
Unpublished tabulations available froo the Division of
Tuberculosis Control.
Farion Heador

CDC
(504) 329-2512
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SPOKSOR:  Centers for Dizesase Control (CDC), Department of Health and Human Services (DHHS)
TITLE: Report of Verified Cane of Tuberculosis
TYPES OF DATA COLLECTED
Dats Public- Data Public-
File Use File Use
Tape Tapo
PRIC A
Educational level x Acute and chronic conditiona®
x Race Disabilsty days
x Ethnioity Chronic )initations:
x Sex of activity
Harital status of nobility
Higration or mobility Icpairnonta
Usual activity status
Natality ,
Hortality AND VENTAL, HEALTH
Harriage Cognitive icpairnent scale
Divorce Behavior probless
Dopreasion
HQUSING Alcohol use
TYPo of dwelling Drug sbuse
Ko. of persons in household
Relationship of persons in b
household Horbidity
Functional 1s».tstions
Self-perceived health
Labor force participstion
Total incoze 3y J =
Sources of income Social interaction
Kot assets ActivitSes of daldy living
Instrusental activities of
SOCIAL SERVICES ¢atly living
HEALTE RESOUPCES
General hospitals vohers]l hoapital services
Private psychiatric hoapstals Kur:irg hote setvicos
Public rantal health hospitals fore haalth care
Ruraing hcoes Relabilststion
Cther institutional resource: tental health hospitalizatson
Coczunity-based resources Fetts) health outpatient
Health prcfessions servicer
Other professiona) resouvrce: Aleohol and diug, abuve cetter:
Pliyaicinn services/v3ssta
! Dental <ervices/visits
Corts of Care Frescription Grugs
Out-of-pocket costy Othe:
Hedicare
Feclcole QTREF F,.QFD CATECOFY
State exjonditures FOF_SAVPLILG UNIT
Privute fnaurance > [ORISTEANFUIN
x Zpider e ic date
§  Tuberculosss
119
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SPONSOR: Centers for Disease Control (CDC), Dopartment of Health and
Human Services (DHHS)

TITLE: Report of Verified Case of Tuberc:ilosis

SELECTED ITEMS IN DATA SET

SIZE OF SAMPFLE

Age Humber in Sapple Ronresponse Rate
Total Universe

Under 65 Taiverse

65-7% Averse

75-8% niverse

&oe Jaiverse

AVAILABILITY AND LOCATIOHN OF SPECIFIC DATA ITEMS
o 4 h

Date of birth x
Sooial Security no.
Veteran status
Geographic data
Largest unit State State
Swa. . ast unit Zip code City
Age classes
Single years x
60- 6%
(333
6.-7%, 75-8%, 85+
Other
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Robart Wood Johnson Foundation

Ccommunity Bospital Program (CHP) Acocess Impact Rva)luation
Surveys, 1978-79, 1981

Center for Health Adpinistration Studies, University of
Chicago

Project Director: Ronald M. Andersen
Professor and Director
and
Lu Ann Aday
Associate Director for Research
Center for Health Administratfon Studies
University of Chicage
5720 Soutb Woodlawn Avenue
Chicago, IL 60637

The purpose of this study was to evaluate the access iepact
of the Robert Wood Johnson Foundation Corzmunity Hospital
Progras (CHP) group practices through baseline (1978-197¢)
and follew-up (1981) surveys of the Coununities and patients
served by the groups.

The universe fnvolved cormunity residents and CHP patients
in 12 selected study communities at 2 points in tize--
1978~1979 and 1981,

The sample consists of 10,578 cases at the first tize period
and 9,216 at the second. The sacple design consisted of an
area probability sample of the CHP's service area and a
sinple randow sample of patients who had been to the site at
the time of the baseline and f21low-up surveys.

Data consist of general dencgraphics, general pedical and
insurance inforzation, and &n extensive detafling of the
respondent's experiences with he~lth professionals during
the year.

1978, 1979, ard 1981.

Aday, L.A., R. Andersen, S.S. Loevy, and B. Kremer, 1985,

Hospital-Physician Sponsored Pripary Care: Marketing and

I=paot. Health Adoinistration Press, Ann Arbor, VI.

Aday, L.A., R. Andersen, C.V. Flening, G. Chiu, V.
Daughety, and M.J. Banks, 1978. "Overview of a Design to
Evaluate the Impact of Coezunity Hospital Sponsored Prirary
Care Group Practices.® Medical Group Managerment 25
(September/ October): B§2-36,

Aday, L.A., and R. Andersen, 1981, "Equity of Access to

Kedical Care: A Conceptual ¢nd Eppirical Overview."
Kedica] Care 19 (Decexmber Supplemert): 3-27.

372




SPONSOR:

TITLE:

PUBLICATIONS:

AVAILABILITY
OF UNPUBLISHED
DATA:

CONTACT:

ERIC

Aruitoxt provided by Eic:

368

Robert Wood Johknson Foundation

Commcnity Bospital Progrem (CHP) iccess Impast Evaluation
Surveys, 1978-79, 1981

Aday, L.A., C. Sellers, and ¥ Andersen, 1981, ®Potentials
of Local Health Surveys: .. ..ate—of-the-Art Summary.®
Azerjcan Journal of Public Health 71 (August):  835-8%0.

Aday, L.A., and R. Andersen, 1983. ®Equilty of Access to
Medical Care: A Conceptual and Ewpirical Overviev.® In
Secuping Access to Health Care: The Ethical Jmplicatjions of

fferences vailabi of Health ices. 1
I1I: Appendjces--Bmpirical, Legal, and Copcsptus) Studies.
Washington, D.C.: FPresident's Commission for Study of
Ethical Problems in Medicine and Biox lfcal and Behavioral
Research.

Loevy, £.5., R, Andersen, and L.A. Aday, 1983. "Potential
Patients and Loyal Users: Access to Care in Cozzunity
Hospital Sponsored Group Practices.” Journsl of Asbulatory
Care Managevent 6 (November): 43-57.

Aday, L.A., R. Andersen, S.S. Loevy, and B. Kremer, 1985,
*Hospital Sponsored Primary Care: Impact on Patient
Access.® Amerioan Journal of Publie Health 7% (August):
792-798.

Aday, L.A., 1984, ®Exploring Frontiers of Rural Health:
Access Impact Evaluation of Cormunity Hospital-Affriliated
Medical Groups in Two Rural Cozaunities.® Accepted for
prescntation at American Rural Health Association Institute
seetings, Orlando, Florida, June 5-8, 198%.

Andersen, R., L.A. Aday, and G.V. Fleming, 1983, *A Tale of
Two Surveys: Lessons from the Best and Worst of Tirces in
Program Evaluation.® Puper presented at NSP Conference on
Izproving Data Collection in Progran EBvaluation, Asherst,
Hassachusetts, Karch 29-3° 1984,

Data tapes are in the coliection of the National Archive
of Computerized Data on Aging maintained by the Inter-
university Consortium for Political and Social Research,
P.0. Box 1248, Ann Arbor, MI %8106.

Lu Ann Aday or Christopher Lyttle
Center for Health Administration Studies
(312) 902-7753
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SPONSCR: Robert Woo¢ Johuscn Fourdation
TITLE: Comxnity Bospital Progras (CHP) Access Iepact Evaluation Surveys, 1978-79, 1981
TYPES OF DATA COLLECTED

Dats Pub.ic- Data Putlic-
File Use File Use
Tape Tape
TENOGRAPFYC DATA HEALTE
X x Educationzl level x X #cute ard chroric cond tions
X 2 Kace Y X Dieahility days
x x Ethnicity Chronic linitstions:
x x Sex of activity
x x Harital status of wobjlity
X X Higration or tobjlity Jupsirnents
b X Usval activity status
YITAL SI1ATISTICS
Natality ALCOFOL, DRUG ABUSE,
Yortality ANE VENTAL REALTH
Harrisge Cognitive fepajrimrt scale
Divorce Pehavior probleéns
Depression
EQUSIEG Alcohcl vse
x X Type of cwelling Lrug ahuse
X x Nc. of persons $n househo)d
x ¥ Fol. tionship of persors in CHANMGES IV _FFALTF STATUS
household Forbidity
Functicnal )iritationz
INCONE AND WEALIE Self-perceived hos’th
X x Labor force participstion
X x Totsl incote FUNCTICHAL IFVELS
X b Sources of incore Socsal jnteractiorn
- Fet gusets Aetjvities of Caily living
Instrurentel activities of
SOCIAL SERVICRS dasly iiving
EEALTE RESOURCES PEALTE CARE UTILIZATICH
General hosritals X X Ceneral hosrital services
Privat: ~histric hospitals Nurssng bore selvices
Public .wnrtes health hospitale hore health care
Nursing homes Rehabilitation
Other fnstituticnal resources Kental health hospitalization
Corerunity-based resources P'entel heetth oulpsf fent
Health professjons servicex
Otber professional resources Alcohol and drug€ abuoe centers
x Physicien services/visit.
BEALYE FXPENSES Dental seivices/visits
Costs of care Preacription drugs
Out-of-pocket costs x x Ot.her
Hedtoare
Yedicoid OTHER BROAD CATFGORY
Stete erpenditures FOR SAVPLING UNIT

Private fnsurance
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SPONSOF: Robert Wood Johnson Foundation

TITLE: Comsunity Bospital Progras (CuP) Access Impact Bvaluation
Surveys, 1978-79, 1981

SELFCTED ITEMS IN DATA SET

SIZE OF SAMPLE

AEe Nunbep in SapDle Konresponse Rate

Totsl)
Under 65
- 65-74 hot sveilasble
75-8%
85+

AVAILAEILITY AND LOCATIONM CF SFECIFIC DATF TTFMS
Itex Data File Publ je-Use Tape Published Tables

Date of birth
Social Security no.
Veteran siatus
Ceograplic data

Largest unit City City City
Srallest unit Area code Arca code
Age classes
Single yeors x ¥
60-6%
65+
65-7%, 75-8i, 85«
Other
124
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SPONSORS:

TITLE:
CONTRACTOR:

PURPOSE:

DESauN:

CONTENT.

TEARS OF DATA
COLLECTION:

PUBLICATIONS:

311

Robert Wood Johnson Foundation and Health Care Finsncing
Adninistration (HCFA)

Municipul Health Services Program (MISP) Bvaluation

Center for Health Administration Studies,
University of Chicago

Project Director: Gretchen V. Fleming
Co-Principal Investigator and
Study Director
Center for Health Administration Studies
University of Chicago
5720 South Woodlawn Avenue
Chicago, IL 60637

This study was established to evaluate the izpact on
expenditures for medical care of the KHSP priesry health
ca. e centers through baseline (1979-1980) and follow-up
(1960-1981) surveys of the cormunities and patients served.

The universe consists of individuals in housebolds with
pbones and living in the MHSP centera' service arcas. The
sazple was constructed through randoo-digit diasling
including an oversample of patients from the MASP centers.
The sample consists of 16,366 cases (a 725 response rate’
for the baseline, and 13,271 cases (a 73 response rate) for
the follow=up.

The inforration collected consists of gemeral demographics
and extensive inforsation on access to and cost of medical
care delivery in the preceding year.

Data collected in two vaves covering 1979-80 and
1960-81. No further follow-ups are planned.

"Irputation of Income: A Procedural Comparison,® Timothy
F Chanpney and Ralph Bell, Proceedings of the Sec!fon on

arch ¥ 3, Auerlcan Str .isticsl Assoclation,
Hnshinxton, D.C., August ,982.

"Evaluating the Municipal Health Services Proyran,® Ronald
Andersen, Gretchen V. Fleming, Lu Ann Aday, Sandra Z. Lewis,

Louise A. Bertache, and Hartha J.Banks, Annals of the New
Tork Acadeny of Scjience, 1982.

*Izproving the Provision of Ambulatory Care by City
fovernsent: Preliminary Findings from the Municipal Health
Progran,® Charles Brecher, Ronald Andersen, Edith Davis,
Gretcken V. Flezing, and Mirias Ostow. In Stuart H. Altrman
et al. (eds.), Asbulatory Care, Lexington Books, Lexington,
MA 1983.
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SFONSOR: Robert Wood Johnson Foundation and Health Care Financing
Administration (ECFA)

TITLE: Municipel Eealth Services Program (MESP) Evaluatiocs

"Itex Nonresponse in Telephone Surveys: Analysis of Who
Fails to Report Income," Ralph Bell, Social Soience
Quarterly, Vol. 65, No. 1, Harch 1984, pp. 207-215.

"The Municipal Health Services Program: Improving Medical
Care Access While Containing Expenditures,” Flezing,
Gretchen V. and Andersen, Ronald M. Paper presented at the
annual zeeting of the American Public Health Asacoiation,
Anahein, CA, November 1%, 198%.

"A Tale of Two Surveys: Leasons :rom the Best and Worst of
Tiees in Program Evaluation,® Ronald M. Andersen, Lu Ann
Aday, Gretchen V. Pleming. 1In Collecting Evaluation Data:
Problems snd Solutions, Sage Publishing Cozmpany, to be
published 1985.

AVAILABILITY Data only availabe through the Center for Health
OF UNPUELISHED Administration Stodles.
DATA:
CORTACT: Gretchen V. Fleaing
Conter for Health Administration Studies
(312) 981-7633
Christopher S. Lyttle -
Center for Health Administration Studies
(312) 962-7753
Tony Hausner

HCFA
(201) 597-2366
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TYPES OF DATA COLLECTED

Robert Wood Johnson Foundation and He:lth Care Financing Adninistration (HCFA)
M¥onicipal Beelth Services Program (MESP) Evaluatioca

Data Public-

Flle Use

TN oM M MR
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Tape

Dats Public-
File

)2 IC
Educaticnal level
Race

Ethnicity

Sex

oK

Harital status
Higrat.on or mobility

VITAL STATISTICS
Ratality
Hortality
Harriage

Divorce

HOUSING

Type of dweiling

No. of persons in household

Relationship of persons in
household

INCOHE AKD WEALTH

Labor force participation
Total incose

Sources of incocs

Het assets

SOCIAL SERVICES

HEALTH RESQURCES

General bospitals x
Private psychiatric hospitals
Public mental health horpitals
Rursing hoses

Other institutionsl resources
Coszunity-based rescurces

Eealth professions

Other professional rescurces

EEALTH _EXPFRSES
Costa of care
Cut-of'=pocket costs
Hedicare

Kedicasd

Stste expenditures
Private Snsvrance

127

Ise

Tape

o

HEALTH
Acute and chronic conditicis
Disability cays
Chronfc limitations:
of sctivity
of mobility
Inpairzents
Usual activity stat «

ALCOHOL, DRUG ABUSE,
AND MENTAL HEALTH

Cognitive ixpairment scale
Behavior prollens
Depressicn

Alcohol wae

Drug sbuse

CHANGES IN HEALTH STATUS
Morbidity

Functiocnal lizitations
Self-perceived health

FUNCTIONAL LEVELS

Social interaction

Activities of daily living

Instrusental activities of
dafly 1iving

HEALTH CAPE UTILIZATION

General hospital services

Kursing hove services

Hore health care

Rehabflitation

Fental health hoapitalfzstion

Fentsl health outpatient
services

#lc0l0} and drug ahvse certers

Physic ap servfces/virste

Dertal serviccs/vissin

Presc:iption drugs

Other

OThER FROMD CATFCOPY

FOP_SAVPLINC ULIT
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SPONSORS: Rober. Wood Johnason Foundation and Health Care Financing
Adpinistration (HCFA)

TITLE: Hunicipal Hoalth Services Program (MESP) Evaluation

SELECTED ITEKS TN DATA SET

SIZE OF SAMPLE

dpo  lNumber in Sapple  Honresponse Rate
Total See Derign

Under 65

65+ Approx. 1,800 in

household oomponent

AVATLABILITY AND LOCATION OF SPECIFIC DATA ITEMS

Iten Public-Us ub] § sh

Date of birth X
Social Security no.
Veteran statua
Geographic data

Largest unit Service ares Servioe are?
Soallest unit Telephone Telephone
wxchange exchange
Age classes
Sirgle years x
60-64
65+
65-74, 75-8%, 85+
Other
128
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SPORSOR:

CORTRACTOR:

DESIGK:

CONTERT:

TEARS OF DATA
COLLECTION:

PUBLICATIONS:

AVAILABILITY
COF UNPUBLISHED
DATA:

CONTACT:

375

Robert Wood Johnacn Foundation
Natiocal Survey of Aocess to Medicsh Care, 1982

Center for Heslth Administration Studies,
University of Chicago

Project Director: Ronald M. pndersen
Professor and Director
Graduate Sohool of Business
University of Chicago
5720 South Woodlawn Avenue
Chicago, IL 60637

Tho purpose of this study was to provide current data on
access to wedical care for the U.S. population.

The universe was all §.3. households with phones. The
sample dosign represonted s r3ndoa~-digit dialing sample of
U.S. bousebolds with Pbones, including an oversample of low
incoae (150% of poverty line) households. The ssople
consists of 6,610 oases.

Data oconaists of general dezographics, general medical and
insurance information, and many itexs on access to heslth
care during the yesr prior to the interview. The heslth
care itens include desoriptions of and satisfaction with:
usual source of care, most recent visit to a doctor, most
recent medical ezergency, and most recent hospital stsy.

1982.

Aday, L.A., ot al., 1985. dccess to Medical Cpra In the

U.S,: Who Has It, ¥Who Doesn't.

Lou Barris & Asso. ates, 1982. Access alth Care in
: 82. New York: Lou Harris & Associstys,

Robert Wood Johnson Foundstion, 1983. Updated Rzport on
co088 al h n P oplg. Special
Report Number One. Princeton, New Jersey: Robert sod
Johnson Foundstion.

Data tapes (ICPSR 8284) a-e in the collection of the
Hational Archive of Computerized Dats on Aging

nmaintained by the Inter-university Consortiun for Politicsl
and Social Pesearch, p.0. Box 1248, Ann Arbor, MI %8106.

Raw file with documentstion has been provided to ICPSR.
Lu Ann Adsy or Christopher Lyttle

Center for Health Administration Stud ‘es
(312) 962-7753
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SPONSOR: Robert Wood Johnson Foundation

TITLE:

376

Kational Survey of Access to Medical Care, 1982

TYPES OF DATA COLLECTED

Data Public-

DEMOGRAPHIC DATA
Eduoational level
Race

Ethnioity

Se

} 4
Marital status
Migration or cobility

YITAL STATISTICS
Natality
Mortasity
Marrisge

Divorce

HOUSING

Type of dwelling

No. of peraons in household

x Relationship of peraons in
housshold

INCOME AND WEALTH

Labor force partioipatior
Total incove

Sources of income

Kot assets

SOCIAL SERVICES

C|
General hospitals

Private psychiatric hoapitals

Publio mental health hospitals

Nursing homes

Other inst{itutional resources

Cozmunity -uased resources
Health profeasions
Other professional resources

HEALTH EXPENSES
Costs of oare
Out-of-pooket costs
Modioare

Medicatd

State expenditures
Privatn insurance

l{fC‘ 381
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Pata Public-
File Use
Tape
HEALTR

x Aoute and chronic conditicns
x x Disability days
Chronic limitations:

of activity

of mobility
Izpairments
Usual aotivity status

ALCOBOL, PRUG_ABUSE,

AND MENTAL HEALTH
Cognitive icpairment scale
Behavior probless
Depreasion

Aloohol use

Drug abuse

CHANGES IN HEALTH STATUS
Forbidity

Functional limitations
Self-perceived health

FUNCTIONAL LEVELS

Social interaotion

Activities of daily living

Instrupental activities of
dafly living

LTH CA ILY
General hospital services
Nursing hooe services
Home health oare
Rehabilitation
Mental health hospitalization
Mental healtlh outpatient
servioes
Alcohol and drug abuse centers
Physioian servioes/viaits
Dental services/visits
Prescription drugs
Other

QTHER BROAD CATEGORY
FOR SAMPLING UNIT
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SPOFSOR:  Fobert ¥ood Johpucn Foundstion

TITLE: National SurveY of Locess to Medical Care, 1982

8126 OF SANPLE

furber v e lopresrarse Rate

Total 6,610
Under 65 5,538
65-74 700
75-8% 313
85+ 58

AVAILABILITY ARD LOCATIOR CF SPRCIFIC DATA ITFMS

Iten Dats FSle ___ Public-Une Tepe Publisbed Tablae

Date of birth
Social Seourity no.
Veteran atatus
Geographic data

Largeot unit U.s. u.s. t.s

Sr.llest unit ©.S. .8, .8
dge classes

Single years x x

60-6%

65+
65-7%, 75-8%, 85
Other
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SPONSOR: Corzmission on Professional and Hospital Activities
TITLE: Conminaion on Professicnel and Bospital Aotivities (CPHR)
Data Tapss

roject Director: Carol Prevost, Razearch Associate
Research Services
Coze:ission on Professional and Hospital
Aotivities
1968 Green Road
P.0. Box 1809
Ann Arbor, MI a8106

PURPOSE: Study of medical record sbstraots for diacharges froao
nonfederal, short-term, general, aocute cure hospitals for
adzinistrative and rescaroh uses.

DESICN: Data op discharges are obtained from sbout 1,600 subscrider
hospitals to the Professional Aotivity Study, for about 12
=illion patient discharges annually in the Unfited States and
Cansda, or about 265 of the nonfederal, short-term general
hospitsl discharges in tho United States and about 22% in
Candda. Annually, 2 zfllion discharge abstracts are
selected systezatically from the U.S. records and projested
by hospital bed-size, census divisions (9), and urban/rural
loocation to matoh the distridution of hospita’s dy these
characteristics found in the Azmerican Hospital Lasooiation’s
Annusl Survey o€ Hospitals data tape.

CONTENT: A series of tapes has beon crested:

(1) Length of stay by c1sgnosis relsted groups {DRGs),
9 census divisions, urbaa/rural location of hospitel.

(2) Longth of stay by DRGs for Hedicare patients, 9 cersus
divisions, urdban/rural--identical to tape 1 exoept that only
records with Medicare checked as principal source of payrent
are used.

(3) Annusl trend by DRG--d1isplsys thoe changing froquencies
of discharges by DRCs on sn snnual basis for 1976-1980. Tho
dnota are listed dy each of the 9 census divisions and
hoapital bed-size.

(8) bo-nital and patient characteristics file by ICD-9.cH
(Internationa) Classifioation of Disesses, 9th Revision,

Clinicsl Modiffcation)--frequencies of discharges based on
potient snd hoapital characteristics by discharge disgnosia.

(5) Hospital and patient characteristics by DRG-—within
each DRC the nugmber of discharges sre further divided dy
age, zex, race, length of stay, snd discharge status. The
dats also contain variables such as bed-size and region.

383
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SPONSOR: Cozziosion on Professional and Hoopital Aotivitiss
TITLB: Commisalon ot Profossional and Bospital Aotivities (CPRA)
Data Tapes

Froo the oospleted tape (12 aillion records annually)
2 tapes aro oreated:

(6) Length of stay by region, by diagnosis, and by
operation for List A (398 disgnoses) and List B (26%
prooedure oodes).

(7) Caze fatality rate by DRG. Shows the number of
dischargas by DRGs and percentsge of fatalities separately
for all dischargos and for Modiocare dissharges.

From a tape of 3 milifon discharge records for 1976-80 for
hospitals that alsc report inpatient total oharge data,
weights have been croated to relats ¢isgnoois and prooedures
to charges. Theso are contained in the tape:

(8) Rosource intensity weights by List A and B,

YEARS OF DATA  The Profass’unal Activity Study way begun in 1955 and 15 sn
COLLECTION: ongoins, olieotion of pedioal abstracts from subsoribing
hospiials in the United States and Canada.

PUBLICATIONS: & serias of volumes entitled "Length of Stay™--by disgnosis,
by region, by cperation by region--was published beginning
5 1963 and is oontinuing annually. “he latest year
released is 1983.

AVAILABILITY The tapes identifiod under Content are available for
OF UXPUBLISHED purchase for the following years:
DATA:

(1) 1979, 1980, 1981, 1982, 1963.

(2) 1983.

(3) 1980-83.

(%) 1933,

15683,
(6} 719, 1980, 198:, 1982, 1983,
(1) 1983
{8) 1976-80 cocbined.
WNTACT: Join .asr

CPHA
(800) 521-6216
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SPONSOR:

TITLE:
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Cotnission on Professional and Hospital Activities

TYPES OF DATA COLLECTED

Commission on Professionnl and Bospital Activities (CPHA) Data Yapes

Data Publio-
File Use
Tape

DEMOGRAPHIC DATA
Educatioral level
Raze

Ethnicity

Sex

Harftal status
Migration or mobility

YiTAL STATYSTICS
Rntality
bortality
Marriasge

Divorce

HOUSING

Type of dwellsng

No. of persons in housebcld

Relationship of persons in
housshold

INCOUE ANMD WEALTH

Labor force participation
Total incote

Sources of incone

Net assetls

£OCIA C

c o
General hospitals
Privele payohiatric hospitals
Public rental health hoapitals
Rurairg hotex
Other Snatitutfonal 1esources
Corrunity=-bazed Iesources
Health professiona
Other profeersiontl rencurces

PENSE.
Coats of care
Out-of-pocket costs
Fedjcare
lledicaid
Stale expanditires
Private frourance

* See Content

O

LRIC
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Data Public-
File Use
Tape

HEALTH
Acute and chronic conditions
Disability days
Chronic limitations:

of activity

of robility
Izpairments
Usual activity status

ALCOOL, DRUS ABUSE,
AND MENTAL FEALTR

Cognitive impairmont scale
Behsvior problens
Depression

Alcohol use

Drug abuse

CHANGFT £ HEALTH STATUS
Horbidfty

Functional liritations
Self'-perceived health

1
Social interaction -
Activities of daily 'iving
Instrumental activilies of
datly living

C ILIZAZION
Gereral hoapital services
Rursing hove services
Hoze healtb care
Rebabjlitation
Vental health hoapitalization
Fental health outpatient

services
Alcoho} end drug abuse ceptera
Phyatofan aervices/via‘ts
Dental services/visita
Prescription ¢ ugs
Other
2THER BF [ RY

FOR_SAMPLINC ULIT
Fortel ity by Kospital Veluwe
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SPONSOR:  Commission on Protessional and Hospital Activities

TITLE: Commission on Professional and bospital Aotivities (CPHA) Data

Tapes
SELECTED ITEMS IN DATA SET
SIZE OF SAMPLE
Nuober in
e nnual Sappl onreaponse Rate
Totsl 12 mfllion records
Under 65
65-7%
75-8%
85+

AVAILABILITY AND LOCATION OF SPECIFYC DATA ITEMS
Iten & e Public-Use Tape Fublished Tables

Date of birth
Socie) Security no,
Veteran status
Geographic data
Largest unit 0.S.
Srallest unit Census division
Age classes
Single years
60-6%
65+ x
65~73, 75-84, 854
Other
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SPONSOR:
TFILB:

PURPOSL:

DESIGN:

CONTENT:

YEARS OF DATA
COLLECTION:

PUBLICATIONS:
AVAILABILITY

OF UNPUBLISHED
DATA:

CONTACT:

382

Consumer Product Safety Commission
Natiosal Eleotronia Injury Surveillancs System (NEISS)

Project Director: Directorate for Epids' {ology
Data released through
Nancy S. Johnaton, D1 eotor
National Injury Information

Clearinghouse, Room 625

Consumer Product Safety Cormission
5401 Weatbard Avenue
Washington, DC 20207

To provide national estimates of number and severity of
injuries associated with consumer products and to provide &
means of looating injury victims for further information on
causal factors.

Universe consists of entire United States and territories.
NEBISS is based on a probability sazple of hospitals with
emergency rooxs by size (emergency visits per day) from
which a national estimate of injuries treated in hospital
emergency departments is projected. The basic factor by
which a case is inflated to derive national estimates is the
inverse of the probability of selection of the hospital that
troats that case. A nonresponse factor is also incorporated
to adjust for hospitals not reporting cases for any given
nwonth.

Inforzation collected through NEISS inoludes:

(1) Dpate of treatzent
(2) Age of patient
(3) Sex of patient
(4) Injury 4iagnosis/body part
(5) Disposition
(6) Two product codes
(7) Third product or child-resistant closure involvement
(8) Acoident locale
Fire or motor vehicle involvezent
(10) Remarks/cozmzents

HEISS began operation in July 1972. NEISS redesign cccurred
in October 1978, and hospitals in the sample were phased in
and out during the next year. pata are available in
atandard formats on an annual basis but are not necessarily
comparable between the two sanple periods.

NEISS Data Highlights is published on ar annual basis,
Spocific product-associated data may be requested on an
individual basis froe tho National Injury Information
Clearinghouse, Directorate for Epidemiology, U.S. Consvrmer
Product Safety Commiasion, Room 625, S301 Westbard Avenue,
Washington, DC 20207, Telephone (301) 492-6321,

¥ancy S. Johnaton (301) 392-§%23
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SPONSOR:  Consumer Product Safety Corzission

TITLE: Ratloval Eleotronic Injury Suryveillance Systea (KZ1SS3)

SELECTED ITEMS JN DATA SET

SIZE OF SAMPLE

n Honresponse Rate

Totzel

Under 65

65~T4 Not applicable
75-84

85+

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS
en D. Public-Use Ta ubl $sh. ables

Date of birth
Social Security no.
Veteran status
Geographic data
Largest unit
Smallest unit
Age classes
Single years x
60-6%

65+
65-74, 75-8%, 85+
Other
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TITLE:

384

Consuner Product Safety Coswission

TYPES OF DATS COLLECTED

Eational Eleotroaic Injury Surveillance Systes (XE1SS)

Data Public-

Data Public~

File Use File Use
Tope Tape
DEMOGPAPHIC DATA A
Educational level Acute und ohronic conditions
Race Dissbility days
Ethnicity Chronic lipitations:
x Sex of activity
Harital status of mobility
Migration or wobility Inpairnents
Usual activity status
YITAL_STATISTICS
Natality ALCOHOL, DRUG ARUSE,
bortality AND MENTAL HEALTH
¥Farriage Cognitive frpairnment scale
Divorce Behavior problens
Depresajon
EQUSIFG Alcohol use
Type of dwellirg Drug abuse
Ko. of persons in houaehold
Relationship of persons in CHANGES IN_HEALTH STATUS
household Yorbidity
Functional liritstions
C! D y1:) Self-perceived heaith
Labor force participation
Total incole FUNCTIONA: LEVELS
Sources of incoze Social interaction
Net easets Activities of daily living
Instrupental ectivities of
SOCIAL SERVICES daily living
EEALTH_RESOURCES HEALTH CARE UTILIZATION
Ceneral hospitals General hospitsl services
Private paychiatric hospitals Nursing hore services
Public pental health boapitals Hone health care
Hursing hores Rehabilf‘ation
Other institutional resources Hental health hospitalization
Corpunity-based resources Mental bealth outpatient
Healtn profesajons services
Other professional resources Alcolol end drug abuse centers
Physician services/visits
HEALTH EXPENSES Dental services/visits
Costs of care Prescription drugs
Out-of-pocket coats Other
Hedicare
Hedicaid ER_BROAD C, SORY
State expenditures EOR SAVPLING UNIT
Private insurance x Product-specific
accidental injury
137
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SPONSOR:

TITLE:

PURPOSE:

DESIGK:

CONTENT:

YEARS OF DATA
COLLECTION:

385

Departwent of Agricuture (USDA)
Eationwide Food Consumption Survey 1977-78

Project Director: Robert L. Rizek, Director
Rutrition Monitoring Division
Hupan Nutrition Information Service
U.S. . partnent of Agriculture
6505 Belcrest Road, Poonm 368
Hyattsville, MD 20782

The survey is designed to provide basic data on our -ent food
consurption patterns and on the nutritipnal Quality of
dietary intakes by the U.S. population. The data are used
for adninistering publio programs affocting food supply,
safety, distribution, and consumption; planning food
assistance and educational programe to ipprove dietary
practices; and providing baseline data for research.

The Nationwide Food Consuaption Survey 1977-78 was colleoted
from 14,930 households of 1 or more persons. The households
were from a statistioally selected sample of all privste
households 1z the 48 conterminous states, stratified by
resion, urbanirzation, and geographio or demographic
sixilarities. Separate sapples were drawn for each Quarter
in the period April 1977-Harch 1978.

Supplerental surveys were conducted in Alaska, Bawaif, and
Puerto R.co and »zoir the elderly and those households
eligible for foc< at 2n3. A follow-up of the latter was
conducted in 197 5. deternine the effects of changes in
the focd oiamp pu ..

For each householu dat: .ere collected on househoid food
used at home during the ! evious 7 days along with
infonsation on characteristios of the household that might
be related to fucd runsumption: home food production; the
previous vear’s household incowe before taxen; participation
in food programs; education, occupation, and eaploypent
status of tho baie and female heads of household; and
household size and composition.

For individuals in the households, data are crllected about
each item of food consumed: a detailed desuription of the
itenm; arcunt oonsumed; when, with whom consumed; type of
service and amount paid for food purohased and consumod Away
froa hose. Data were collecte? for 2 3-day period in all
surveys except the elderly survey and the follow-up survey
of low-incowe households, for whioh data were collected for
1 day.

Food consumption surveys have been corducted in 1936-37,
1942, 1948 (urban sarple only), 1955, 1965-66, 1977-78, and
1979-80 (2-year follow-up aurvey of low-income hcuseholds).
Onlv the oost recent surveys (19€5-66, 1977-78, 1979-80)
contain ‘ata on individual diet.ry intakes.
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SPONSOR:
TITLE:

PUBLICATIONS:

AVAILABILITY
OF UNPUBLISHED
DATA:

CONTACT:

386

Department of Agriculture (USDA)

Batioowide Food Consumption Survey 1977-78

Final reports have been published for 1977-78 for food

ption by h held, rogion, and season; also for
dietary levels by household, region, and season. Reports
and a complete list of titles are available from contact
person.

Dats tapes are available through the National Technical
Information Service (NTIS), U.S. Departpent of Cormerce,
5285 Port Royal Road, Springfi=id, VA 22161.

Data for elderly are in two tapes:

Elderly Houaehold Food Consunption Survey, 1977-78
PB83-137281

Elderly Individual Food Intake Survey, 1977-78
PBB3-13%023

Robert B. Reese or Sharon J. Mickle
USDA
(301) %36-8485
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SPONSUR: Departrent of Agrioulture (USDA)
TITLE: Ratiocawido Food Consumption Survey 1977-78
TYPES OF DATA COLLECTED
Data FPublfo- Data Publio~
File Use File Use
Tape Tape
PHIC GEALTR
X x Educational level Aoute and chronic oonditiocs
X X Race Disability days
x x Ethnicity Chronio limitations:
x X & of sotivity
K. ital status of podility
Migration or mcbility Impairpents
Usual activity status
Hatality ALCOROL, DRUG ABUSE,
Fortality
Harrisge Cognitive impairment scale
Divorce Behavior probless
Depression
POUSING Alochol use
Type of dwelling Drug abuse
x x No. of persons in household
X X Relationship of persons in 1t
houvaehold Horbidity
Functional limitations
Cl ¥ Self-perceived healtbh
X x Labor force participation
X x Totsl incove
X X Sourcea of income Social interaction
Fet anuets Activities of daily living
Instrumentsl aotivities of
SOCIAL SERVICES daily living
HEALTH RESOURCES HEALTE CARE UTILIZATION
Goneral hospitsls General hospital services
Private psychiatrio hoapitela Kursing hose servioos
Public pents) health hoapitals Hore health care
Hursing hooes Rehabilitation
Otrar institutional rescurces Hontal hoalth hospitalization
Cotnunity-based rusources Mental health outpatient
Health profensions services
Other profeussional resources Alcohol and drug abuse centers
Physician services/visits
HEALYB_EXPFVSES Dental services/vimits
Costa of care Prescription drugs
Out-of-pocket costs Other
Fedjcare
Hedicald i C,
State exjonditures {PL
Private insurance X > Food consumption
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SPONSOR: Department of Agrioculture (USDA)

TITLE: Eatioowide Food Consuaption Survey 1977-78

SELECTED ITEMS IN DATA SET
SIZE OF SAHPLE
Unweighted
Age lygber in Sapple Konreaponse Rate
Total 30,770
Under 65 27,735
65-74 1,958
75-8% 887
85+ 190
SIZE OF SAKPLE
Low Low lnc'w.e Puerto
Elderly Incove Follow-up Rico
12X
Total 8,036 12,537 8,492 7,950
under 65 1,923 11,267 17,482 7,245
65-T4 2,780 986 597 535
75-84 1,865 486 353 202
85+ 568 108 60 68
Alaske Hawa$i
dge
Total 2,393 3,086
undor 65 2,348 2,793
65-T4 S 216
75-84 8 63
85+ 2 12

AVAILABILITY AND LOCATION OF SPECIFIC DATA 1TEMS

Iten Pate Fije Public-Use Tape Published Tables

Date of birth ]
Social Security ro.
Yeteran statua
Geotraphic deta

Lurgest unit E8 contert ir- (save asn 48 contersdnous
ous stetes dsta fles) states

Sma))est ubit 9 Cersus 4 Cansus regicns
divisionn

Ape »lssser y

Single yeor:

60-64

65+

65-T3, 75-8%, 85+

Other 65-Tk, 7%+
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SPONSOR: Dopartoent of Housing and Urban Dovelopment (RUD)
TITLE: Amorioan Bousing Survey (iHS)

Project Direotor: Duane T. HoGough, Division Director

Division of Housing and Dezographio
Analysis

Office of Policy Developzent and
Research

Office of Econowio Affairs

0.S. Depsrtment of Housing and
Urban Developoent

351 Seventh Street, SW

Washington, D" 20310

PURPOSE: The prirary Hurpose of the AHS is to provide a ourrest and
ongoing ser ies of data on the size, state, and cozposition
of the nation's housing and its ocoupants.

DESIGHN: The ourreat basic national ARS sasple fs X7,000 housing
units ohosen froa the 1980 Census.

Thero sre %3 zatropolitan sacple (MS) aroas with a sample
size for esch HS of %,250 or 8,500 housing units., The A%
motropolitan areas are ocovered over a four-year cyole,
1.e., 11 areas are intervieved aach year.

The AHS 15 8 longitudinal sample. Addresses recais in the
sacple and are elinminatod only in the event of a redeaign or
sazple reduotion. An all-nev sample was aelocted for the
1985 ABS-National; howaver, it can be linked with the 1980
censud.

CONTENT: Type and sge of dwelling, size, facilities, oondition of
dwelling, previous residence; cost of hope, method of
payzent, fr000e of ocoupant; 1985 energy supplement; 1985
second-hoze supplerent,

YEARS OF DATA  Kational Sample:
COLLECTION:
Annuslly 1973-81; biannually 1983-85 and future years.

Metro Sanple:

197%-76 60 SMSks (20 SMSAs each year for 3 years);
1977-80 60 SMSka (15 SHSks cach yesr fir ¥ years);
1981-83 3% SHSAs (11 SMSAs each yesr for X yesrs);
1985-88 X3 SMSAs (11 SHSAs cach year for ¥ years).
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SPOXSOR: Departoent of Houzing and Urban Developoent (EUD)
TITLE: Amorioan  using Survey (AHS)

PUBLICATIONS:  Hations] AHS--19 ~ availahle beginning Decesbor 198€; laat
voluxe by Odto* 1987:

(R) Ceneral Eouning Chersoteristics for the United States
and negions;

(B) Indsoators of Housing and Keighborhood Quality by
Finanoisl Charsoteristics for the United Staten and
Regionr;

(C) Firanotal Characteristics of the Hourdng Invantory for
the United States ¢nd Regions;

(D) Bousing Charsotoristios of Feoent Movers for the United
States and Regiona;

(E) Urbsn and Rural Eousing Charaoterintios for the United
Staton and Reglons;

(F) Energy-Related Housing Characteristics for the United
Staten and Regions.

Hotropo) {tan AS-1985. Ona voluse for each setropolitan
Arca, Hay 1987 through August 1987.

AVAILABILITI  National: AHS--1985 nicro data ! pe--April 1987;

CF UNPUBLISHED Hetropolitan: AHS--1985 micro data . re--January 1987.
DATa:

CONTACT: Iredia R. Irby

HUD
(202) 755-5069

. 395
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SPONSOR:

TITLE:

391

Depertaent of Eousiny, and Orban Developoent (KUD)

A srican Bousing Surwoy (AHS)

TYPES OF DATA COLLECTED

Data Puhlic-
iile Uso
Tape

LI IR ]

1%

Data
File
Educations] level
Race
Ethnicity
Sex

Farital atatus
Higration or sohility

Y1,
Natality
Hortality
Marrisyo
Divarce

50U

Type of dwelling

to. of perzons $n houaclold

Relationship of persons in
toureheld

NCOLYS W]
Lador force fartscipstion
Total incoee
Sources of irccee
Net srrcte

I8, SEPVICES

EEALTH RESOURCES

Gonoral hospitals

Private psychiatric hospStels
Puhlsc sental health hospitals
Fursing hocos

Other institutional rerources
Coezunity-based resources
Hoalth professions

Other professional resources

] i

Conts of care
Out—of-pocket ccats
Yedicare

Fedfoasd

State expenditures
Private insurance

45

Pudl so-
Use
Tape
UEALTYE
Acute and chronic conditions
Dinrabi)ity days
Chronio limitaticns:
of astivit,
of mobility
Izpatrments
Usual aotivity status

ALCOIOL,_DRUG ARUSE,

Cognitiva ixpsirvent zoale
Behav'or Probless
Depreasion

Alcoho) use

Drug abuse

J R
Horbidity
Functional lisitations
S9lf-percoived hoalth

i t 3
Sooial interaction
Ao%ivitios of dally living
Instrusental aotivities of
dally living

A (4
Goneral lospital services
Ruraing hoso services
Hoze healtb care
Rohsbi)  tation
Kental health hospitalizstion
Penta) health outpatient
services
A cobol and drug abuse centers
Physician 2eorvices/visits
Dentul services/visits
Prescription drugs
Otler

QTREP MROAD CATEGOFY
EQR SAMPLIYG UKIT
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SPONSOR: Depaitrent of Housing and Urban Developmen! (HUD)

TITLE: Amoriosn Bousing Survey (AES)

SELECTED ITEMS IN DATA SET

SIZE OF SAMPLE
Nuzber of

Lee Upits in Sapple lonreaponne Pate

Totel Natd: 47,000
Metro: 68,000

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMNS

iten Dats File

Pu

Date of birth
Socsal Security no.
Veteran status
Geograpl o data
Largest unit
Scallest unit
heo classer
Single years
60-63

65+
€5-73, 75-84, 85+
Other

Q 397
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TITLE:
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PURPOSE:

DESIGN:

CONTENT:

YEARS OF DATA
COLLECTION:

PUBLICATIONS:
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Depa: tzent of Labor

National Longitudinal Surveys of Labor Markst Experience of
Older Men (Parnes Survey)

Center for Human Resource Research, Ohio State University

Preject Director: Kemneth 1. Wolpin, D1 ector
Center for Huxman Ressurce Research
Ohio State Universit,
650 Ackerman Road, Suite A
Colunbus, OB 43202-1501

To study labor market problezs and experiences of
piddle~aged and older men as they wove toward and into
retirezent.

Stratified prebability sample representative of U.S.
civilian population of males ages 45-59 in 1966, with an
oversanpling of blacks. Original sampie n = 5020. Number
interviewed in 1983 = 2633 (52.5%). Of original nuober,
29.8% were deceased and 17.7% disappeared fron sample for
other reasons.

Abhreviated lifetime ezployment experisnce prior to initial
survey; detailed employment experience 1966-1983;
self-reported health limitations affeoting work; attitudes
toward jobs and toward work in generel; incote (by source)
and assets; detailed family composition record.

udipal Su. s _Handbook, published by the
Center for Human Rusource Research, Ohio State University,
annually shows a detailed list of variables and years in
which each was collected,

Face-to~-face personil interviews: 1966, 1967, 1969, 1971,
1976, 1981.

Hail questionnaire: 1968.
Telephone interviews: 1973, 1975, 1978, 1980, 1983.
No further interviews contexplated.

Data through 1983 currently available.

See Sproat, Kezia, The National Longitudira) Surveys of
K

co
Research. Lexington, Mass: Lexington Books, 1985.
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TITLE:

AVAILABILITY
OF UKPUBLISHED
DATA:

CONTACY:

394

Department of Labor

Baticasl Longitudinal Surveys of Labor Market Experience of
Older Men (Parpes Survey)

Publio-use data tape available from NLS Users' Office,
Center for Buman Resource Research, Coordinator of KLS
Usera' Offios, 650 Ackerman Road, Suite A, Columbus, OH,
43202-1501. Telephone: (613) 263-1682.

Data tapes (ICPSR 7610) are in the collection of the
Rational Archive of Corputerized Data on Aging maint.ined by
the Inter-university Consortium for Politioal and Social
Research, P.0. Box 1248, Ann Arbor, MI X8106.

Coordinator of the KLS Users' Office
(61%) 263-1682.
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SPONSOR: Depsrtzent of Labor

TITLE: National Longitudinal Surveys of Labor Market Experierce
of Older Hen {Parnes Survey)

TYPES OF DATA COLLECTED

Data Public- Data Public-
File Use Filo Use
Tape Tape
HIC HEALTR
x x Educational level Acute and chronio conditic s
x X Race Disability days
X X Ethnicity Chronic limitations:
males only Sex of activity
x x Marital status of mobility
x x Higration or nobility 1976, 197€, Irzpairnments
1981 1981
ISTIC. x x Osual activity status
x x Natality
x x Hortality ALCOROL, DRUG ABUSE,
x X Marriage
x x Divorce Cognitive izpairment scale
Behavior problems
HOUSING Depresston
Type of dwelling Alcohol use
x x No. of persons in household Drug abuse
x x Relationship of persons in
household G
Horbidity
INCOME AND WEALTH Functional limitations
x x Labor force partjcipation x x Self-perceived heslth
x x Total incomie
x x Sources of incoce FUNCTIONAL LEVELS
x x Het assets 1981 1981 Social interaction
1976, 1976, Activities of datly living
SOCIAL SERVICES 1981 1981
Instrunental activities of
HEALTH RESCURCES daily living
General hospitals
Private psychiatric hospitals HEALTH CARE UTILIZATION
Public sental health hospitals General hospital services
Mursing hoses KNursing hove services
Other inatitutional resources Hore health care
Conzunity-based resources Rehabilitatfon
Health profesaions Hental health hospitalization
Other professjonul resourcesn Kental health outpatient
services
HEALTE EXPEISES Alcohol and drug abuse zenters
Costs of care Physician services/visits
Out-of-pocket costs Dental serviceos/visits
Hedjcare Prescription drugs
Medicaid Other
State expenditures
Private insurance OTHER BROAD CATEGORY
FOR_SAYPLING UNIT
149

<t

ERIC

.




O

ERIC

Aruitoxt provided by Eic:

396

SPONSOR: Departwmant of Labor

TITLE: National Longitudinal Surveys of Labor Market Experience

of Older Men (Parnes Survey)

SIZE OF SAMPLE
Following data are for 1981:
AZ0 _ __ Pumber ju Sarple® Nonresponse Rate

Total 3.639 23%
Under 65 1.383 258
65-74 2,156 23%
75-8%

85+

®* Eligidble for Snterview frot original sample
(i.e., excludirg deceased)

AVAILABILITY AND LOCATION OF SPECIFIC DATS ITEMS

Ttep Dste Fie Public-Use Tave Published Tablen
Date of birth x b
Socia) Security no. 4
Veteran ststus x b4
Goographic data
Largest unit U.s. v.s.

Szallest unit
Age classes

Single yeav s * >

€0-64

65+

65-7%, 75-84, 854

Cther

Census div.  Censua div.

65-69; 70-75

—_—
# Cer:us Buresu hes SSI'.
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Duke University, Center for the Study of Aging and Human
Development

Duriam Older Americans Resciroes and Services (0ARS)
Commmity Survoy

Project Director: Lind K. George
DMrector, Data Archive
Box 3003
Duke University Medical Center
Durhza, KC 27710

The original study (1972-73) was intended to (1) assess the
functional status of a representative sample of older
persons residing in the community and (2) develop a
mothodology (the DARS wmethodology) for assessing ths multi-
dipensicnal functional status of older persons. The

purt oses of the longitudinal follow-ups (197%, 1975) were to
(1) dsternine the validity and reliability of the OARS
pethodology and (2) monitor changes in functional status
over tixe.

The study is a oross.sectional survey consisting of personal
ipterviews, with 2 longitudinal follow-up of a subsanple.
The Durham QARS Community Survey consists of & test dates.
The sexple first tested during 1972-73 included 997
respondents and comprised a 1-in-10 randod stratified area
probability sample of Durham County, N.C. A rardozly drawn
subsample, with specified kinds and numbers ot impairments,
was chosen for a validation study. This subsaiple was
exanrined in botb 197% (n = 120) and 1975 (n = 116). Later
Z 1975, & ore~-third random sawple of the initial group was
resurveyed, using a shorter tnlephone survey.

Two major content areas are functional status and service
utilization. Functional s atus 13 viewed as having S
distinot components: social resources, econouio resources,
physical health, pental health, and activities of daily
living (self-care capacity). Multiple indicators of each
dipension Were included in the surveys. Questions about
services focused on the perceived nee¢ and actual
utilization of generio types of services. This study was
instruzental in developing the OARS methodology, which has
continued to bo used in current major studies of the
well-being of older people.

The original study was conducted in 1972-73, with follow-up
in 197%, 1975, and later in 1975.
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CONTACY®

398

Duke University, Center for tbe Study of iging and Human
Developzment

Durbam Older Americans Resc.ross and Services (QARS)
Comaxnity Survey

Duke University Center for the Study of Aging and Hum
Development.

. Durham, N.C.: Center for the
Study of Aging and Human Developsent, 1978.

Linda K. George, Richard Landerwan, and Gerds G.
Fillenbaue.

Hethodology. Durham, N.C.: Center for tbe Study of Aging
and Huwan Development, 1982.

L.X. George and G.G. Fillenbaum. OARS metbodology: 4
decade of experience in Eeriatric assessment
the Americen Gor.

jatrios Socjety, 1985, 33: 607-615.

All four comeurity surveys are on & single data tape with
docuzmentation oontained in 2 codebook. The data are
available in eithor EBCDIC or S2SS format.

Linda K. George
(919) 6853208
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SPOMSOR: Duke University, Center for the Study of Aging and Ruman Development

TITLE:  Durbaw Older Awericans Resources and Services (OARS) Community Survey
TYPES OF DATA COLLECTED
Data Publio- Data Public-
File Use File Use
Tape Tape
c HEALTH
x x Cducational level x x Acute and chronic cenditions
x x Race x x Disability davs
x x Ethnicity Chronio limitaticns:
x x Sex X x of activity
x x Marital status x x of mobflity
Higration or mobility x x Inpairpents
x x Usual activity status
VITAL STATI
Natality L0 SE,
Hortality
x x HKarriage x x Cognitive impairpent scale
x x Divorce Behavior problerns
x x Depression
BOr “iNG x x Alcohol use
Type of dwelling Drug abuse
x x No. of persons in household
x x Relationship of persons in CHANGES IN HEALTH STATUS
household x x Morbidity
x x Functional limitatfons
INCOME AND WEALTH x x Self-perceived health
x x Labor force participation
x x Total income EUNHCTIONAL LEVELS
x x Scurces of incooe x x Soctal interaotion
x x Fet aasets x x Activities of daily living
x x Instrusental aotivities of
x x SOCIAL SERVICES daily living
HEALTH_RESOURCES HEALTE CARE UTILIZATION
General hosPitals x x General hospital sorvices
Private psychiatric hospitals x x Hursing hoze services
Public mental health hospitals x x Home health oare
Nursing hooes x x Rohabilitation
Other institutional resources X x Hental health hespitalization
x x Cocrrunity-based resources x x Hental health outpatient
x x Health professions services
x x Other professional resourres Alcohol and drug abuse centers
x x Physician services/visits

ERIC
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S|
Costs of care
OQut-of-pocket costs
Medioare
Hedicaid
State expenditures
Private insurance

153

Dental servioes/visits
Prescription drugs

Other
QTHER BROAD CATEGORY
FOR SAMPLING UNIT
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SPONSOR: Duke University, Center for the Study of iging and Human

Developooent
TITLE: Durbam Older Amoricans Resources and Services (0ARS) Commanily
Survey
SELECTED ITEMS IR DATA SET
SIZE OF SAMPLE
Hu n 36 n n3
Total 997
Under 65
65+ 937

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS

Jtes Pata File _ Public-Use Tape Published Tables
Date of birth x x

Social Security no.
Veteran status
Geographic data
Largest unit County Couuty
(Durhan)
Smallest unit
Age classes
Single years
60-64
65+ x x
65-73, 75~8%, 85+
Other

154
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SPOKSORS:

DESIGN:

CORTENT:

YEARS OF DATA
COLLECTION:

PUBLICATIONS:

401

Esployes Donefit Rcsearch Instituts and the
Doparte.nt of Zealth und Hupan Services (1983)

lzepart).unt of Labor and So%lul Security Adainistration
1979

Dejartrents cf Treasury, Lavor, sn' Health, Education,
and Welfare ([972)

S;;m of Pension and Retiretsnt Plav Coversge, 1972, 1979,
1983

A1l thrée surveys were condut‘ed by the Bureal of Census.
Project Director: See staffing du.cribed in fublications.

1972: To estimate retiroment pPla~ (>veragc Tor osersons
working full-tise in private indu-. :,.

1979: To estimate retirement plan coverage for all civilian
workers provided by etployer- or union-sponsc. ed plaus,
individual retiresent ts for ered werlers, and
Koogh plans.

1983: To add to 1979 oov.rage universal fndfvidual
retirenont accounts and 301(K) plsns.

1972: Tho survey questions were gdded for hslf of the
sample households in the April 1972 Current «opulation
Survey (CPS)

1979: The survey wss linked to the May CPS, the May and
June earnings survey, and the Haroh income supplesent.

1983: The survey wes linked to the Kay CPS, the Hay snd
June earnings supplement, and the Maroh income supplereont.

1972: A question was added to the CPS: ®Excluding sccisl
seourity, railroad retirecent, and veterans' pensions, are
you covered in your present full-tize jcb by a pension or
profit-sharing plan providing retirement benefits?"

1979: Covernge oxtended to all civilian workers and to
exzployer- or unfon-sponsorod plans.

1983: Coverage further extended to include universal
individusl retiremsent accounts and 301(X) plans.

1972, 1979, 1983. No further plans for future surveys.

1972: Coversge and Vesting of Full-Time Fmployees Under
Private %otiressnt Plans. Septenber 1973, Department of
Hoalth, Liucation and Welfsre, Sooisl Security
Administration. DHEW Pub. No. SSA T%-11908 and Departecont
of Labor, Buresu of lLabor Statistics, BLS Report No. %23.
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TITLE:

PUBLICATIONS:

AVAILABILITY
OF UNPUBLISHED
DATA:

CONTACT:

402

Exployeo Banofit Research Institute and the
Departwont of Beslth and Human Services (1983)

Departsent of Labor and Socisl Security Administration
(1979)

Departaents of Truasury, Labor, and Health, Education, and
Yelfare (1972)

&9!;"1 of Pesaion and Betirement Flan Coverwgr, 1972, 1979,
1983

1979: Daniel J. Boller, “foversge Patterns of Full-Time
Employoss Under Private Retiroment Plans.®
Bulletin (July 1981): 3-11.

Gayle Thompaon Rogers, *Vesting of Private Pension Bonefits
i 1979 and Changes from 1972.* Soofel Security Bulletin
(July 1981): 12-29.

1983: Employeco Banofit Research Institute Publicationa:
Ieove Brief, Nos. 32 and 33.

E.S. Andrews, na,
Washington, D.C.: Employec Benefit Research Institute,
1985.

Data Users Service Division, Buresu of the Census,
Veshington, DC 20233.

Wona Seliger

Exployes Benefit Research Instituto
2121 K Stroet, KV

V¥ashington, DC 20037

(202) %63-81%8
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SPOXSOR: Exployse Benefit Research Institute and the Dopartzont of Health and Human
Services (1983)

TITLE: Survey of Penslon and Retiremest Pian Coversge, 1972, 1979, 1983
TIYES OF DATA COLLECTED
Data Public- Data Publio-
File Use File Usze
Tape Tape
(o BEMLXi
x x Educationsl lovel Aoute and ohronic conditions
x x Raca Disability days
Ethnioity Chronio limitationa:
x x Sex of sotivity
x x Harital atatus of eobility
Migration or mobility Izpairoents
Ususl sotivity status
cs
Yatality ALCOHOL, DRDG ABUSE,
Hortality
x x Harrfage Cognitive impairment soale
Divorce Bohavior problezs
benression
HOUSING Aloohol use
x x Ty"» of dwelling brug sbuse
x x No. of persons in houschold
x x Fslationship of persons in CHRANGES 1¥
household Morbidity
Funotional l4mitstions
INCOME AND WEALTH Self-porceived heslth
x x Labor force partioipation
x x Total fnooae Fae
x x Sources of income Soofal intarwotion
Net aszets Activities of dafly living
Inytrusentsl sotivities of
XCIAL SERVICES daily 1iring
HEALTH RESOURCES HEALTH CAKE DTILIZATION
General hospitals Gereral hospital services
Private psychistric 'ospitals Nursing hose pservices
Public mental health hospitsls Home health care
Kuraing hooes Rehabilite*ion
Otber inatitutional rescurces Mental health hospitulization
Community-based resources Mental health ocutpatfent
Boalth professicas servioces
Otbor professionsl resocurces Aloohol and drug sbuse
centers
Physioday services/visits
Costa of oare Dontal services/viaita
Out-of-pncket costs Prescription drugs
Hedicare Other
¥eodiocaid
Stato expenditures QIHER BROAD CATEGORY
x x Privata fasursnce
x X Pocsion Covarsge
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SFOKSOR: F=ployce Bonefit Rencarch Institute and the Department of Health
and Huzan Services (1533)

Survey of Pension snd Retiromont Plan Coverage, 1972, 1979, 1983

SELFCTEP JTEMS IK DAYA SFT

SIZE OF SAMPLE

tiupbor ir Sasple  Nonresponse Rate

1963
1979
1972

iiep

32,635 11.5%
30,000 15%
15,000

AVAILARILITY AFD LOCATION OF SPECIFIC DATA ITEMS

st Fils  Public-Uze Tape __Published Tables

Date of hirth
Socia) Security no.
Yeteran atatue
Ceogrspt 3o dste
Largest unit
Seallest unit
Age clessexn
Single-years
6C-6%
65+
(5-7%, 75-8%, &5.
Other
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Aruitoxt provided by Eic:

SPONSOR:

TITLE:

PURPOSE:

DESICR:

YEARS OF DATA
COLLECTIOX:

PUBLICATIONS:

AVAILASILITY
OF UNPUBLISHED
DATA:

CONTACT:

405

Fooc and Drug Adainistrstion (FUA), Depertsent of Gealth and
Busan Servicss (DHHS)

Dietary Supplemsnts Survey

Project Director: Rayrond E. Schucser, Staff Advisor
0ffics of Kutrition
Division of Consumer Studiecs
Food and Drug Adsinistration
200 C Stree*, SV
Yashington, DC 2020%

Data vars ocllected to provids quantitativa estizatas of
nutrient intake fioa vitazin snd ninsrs) supplezents for the
U.S. population.

Dsta were collected dy talephons intsrvisws fros a
reprasentative asxple of talephons houssholds (n s 2,991).
An eligidle respondent (sdult sge 16 or over) was randenly
selectod and interviewod. Sample was stretified by 2g5e
(16-28, 25-6%, 65 and ovar) with spproxizately equsl n in
e30h streta. Ncarssponse ste was approxizatoly 2R%.
Quantitative inta.<¢ secti.n of Questionnaire 1s being
roplicsted in 1986 Nat¢onal Health Interview Survey.

Inforzation colleotod conaists of quasntitative reports of
vitanin and minsrel supplesent use, purchase
oharacteristios, influsnce sources, heslth sttitudss and
behavior, and dasogrephios.

Sirvey wse oonducted in 1980. Quantitative inteke dectica
1s being r-;liosted in the 1986 National Health Interview
Survey.

Long, A.5. spd Schucker, R.E., fttituds snd Lifostyle
Profiles of Behaviorslly Dofined Segments of Dic Ary
Supplozent Ussrs. Unpublished. Food and Drug
Adninistration, Weohington, D.C.

Stewsrt, H.L., MoDonald, J.T., Levy, A.S., Schucker, R.E.,
and Eenderson, D.P. Vitamin/Kinsrsl Supplesent Use: A
Telephone Survey of D.S. Adults {in preas).

Cortain dsta sre availadle froa NTIS. Data tapes eore not
currently sveilsdle to pudlio. For core information
contact Dr. Alsn S. Levy.

Alan S. Levy

Division of Consuzar Studies
HFF-280

Food end Drug Aéminintrstion
200 C Strest, SV
Weshington, DC 20204

{202) x72-20%8

139
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406

Food and Drug Adzinistration (FDA), Department of Heslth and Human Services
(DYHS)

Dietary Supplementa Survey
TIPES OF DATA COLLECTED

Dats Pudblic-

File Use
Tape

x

x

x

x

x

Data Pudlic-
File Use
Tape

DEMOGRAPHIC DATA
Educstionsl level
Race

Ethnioity

Sex

Harital status
Migration or mobility

C.
Nstality
Hortality
Harriage
Divorce

HODSING

Type of dwelling

No. of persons in household

Rolationship of persons in
household

INCOME AND WERLTH

Labor force participstion
Total incowe

Sources of inccme

Net sasets

$OCIAL SERVICES

C]
General hospitals
Private Paychiatric hospitals
Public suntal health hospitals
Nursing houes
Other inatitutional resources
Cotzunitv-based rescirces
Health professions
Otber professicual resources

Costa of csre
Out-of-pocket costs
Kedicare

Hedioaid

State evponditures
Private insurance

411

HEALTH
Acute and chronic conditions
Disability days
Chronio lipitations:
of activity
of pobility
Impairments
Usual activity status

ALCOHOL, DRUG ABUSE,

Cognitive impafrzent scale
Behavior probless
Depression

Alcobol use

Drug sbuse

L
Horbidity
Functionsl limitations
Self-perceived heslth

FUNCTIONAL LEVELS

Social interaction

Aotivities of daily living

Instruxental sctivities of
dsfly living

HEALTH CARE UTILIZATION
General hospital services
Nursing howe services
Home heslth care
Rehabilitation
Hental health hospitalization
Hental health outpatient
aservices
Alcohol and drug abuse centers
Physician services/visits
Dental services/visits
Pres_ription drugs
thor

OTHER BRO;/D CATEGORY
SAMP)

Dietary supplements
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SPONSOR: Food and Drug Adzministration (FDA), Departzent of Health and
Human Services (DHHS)

TITLE: Dietery Supplements Survey

DATA
SIZE OF SAMPLE
Huwb n e Honresponse Rate
Total Approx. 2,700
Under 65 Approx. 1,800
65+ Approx.  90C

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS
te A File Public-Us Publish ables

Date of birth x
Social Security no.
Veteran staxus
Geographic data
Largest unit
Scallest unit
Age classes
Single years
60-6%
65+
65-7%, 75-8%, 85+
Other

161
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SPONSOR:

TITLE:

PURPOSE:

DESIGN:

CONTEXT

TRARS OF DATA
COLLECTION:

PUBLICATIONS:

AVAILABILITY
OF UNPUBLISHED
DATA:

CONTACT:

408

General Accounting Office (GAO)
Rursing Home Dets by State, 1976-80

Project Director: Susan Van Gelder, Assignment Manager
Human Resources Division
General Accounting Office
330 C Street, SW
Washington, DC 20201

To exsmine trends in nursing home bed supply and Medicald
nursing home expenditures and utilization over a S-year
pericd.

The universe Was each state in the United States except
irizona. Data were collected for the period 1§76-80 through
a telephone and mail survey of Medicaid officials in 3§
states and the District of Columbia. State-supplied data
vere coobined with Medicaid expenditure data from the Health
Care Flnancing Administration, and Census Bureau population
data.

Data were collected on several areas of nursing hcme care:
1icensed and Medicaid-certified nursing home beds, Medicaid
and private pay patient days, Medicaid reirzbursement rates,
Modicaid skilled nursing facility and intermediate care
fecility expenditures, and other less quantitative variables
in order to examine trends in supply and expenditures and to
determine how thess trends related to ohanging patient
characteristics (a separate data base) and state
reimbursezent systexzs.

Data collected in 1§81-82 for the period 1§76-80.

*Madicaid and Nursing Bome Care: Cost Increases and the
Need for Services are Creating Problezs for the States and
the Elderly,” GAO/IPE-84-1, October 21, 1983,

Yot available.

Susan Van Gelder
(202) %26-52%6
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SPOXSOR:

TITLE: Fursing Bome Data by State, 1976-80

General Accounting office (GAO)

TYPES OF DATA COLLECTED

Data Public-
File Use
Tape

DEMOGRAPHIC DATA
Educationsl level
Race

Ethnicity

Sex

Harital atatus
Higration or mobility

Natality
Yortality
Marriage
Divorce

HOUSING

Type of dwelling

¥o. of persons in household

Relationship of persons in
household

INCOME AND WEALTH

Labor force participation
Total inocce

Sourcys of incode

Net assets

SOCIAL SERVICES

EEALTH RESOURCES

General hoapitals

Private paychiatrio hoapitals
Public mental health hospitals
Rursing homgs

Other institutionsl resources
Community-baszed rescurces
Hoalth profsssions

Other professional resources

Coats of care
Out—of-pooket coats
Hedicare

Hedicsid

Strte expsnditures
Private insurence

163

Data Publio-

File

Ose
Tape

HEALTH
Acute and chronic conditious
Disability days
Chronic linitations:
of aotivity
of mobflity
Iapairments
Usual activity status

ALCOHOL,_DRUG ARUSE,

Cognitive izpairment acale
Bahavior problexs
Depression

Alcohol use

Drug abuse

Horbidity
Functional limitations
Solf-perceived health

FUNCTIONAL LEVELS

Sooial intaraction

Activities of daily living

Instrumental aotivities of
daily living

HEALTH CARE UTILIZATION

Genoral hospital services

Hursing home servioes

Home health care

Rehabilitation

Hental health hospitalization

Mental health outpatient
servioss

Alcohol and drug sbuse oenters

Physician servicea/visits

Dental sorviocea/visits

Prescription drugs

Other

QTHER_BROAD CATEGORY,
EOR SAMPLING ONIT

414
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SPONSOR: General ‘eccounting Office (GAO)
TITLB: Rursing Home Data by State, 1976-80

SELECTED ITEMS TN DATA SET

SI1Z8 OF SAMFLE
¥ un| nrespon: te
B
. Total
Under 65 Not appiicable
65-7% Data aggregated by state
75-8%
, 85+

AVAILABILITY AND LOCATION OF SPECIFIC DATA XITEMS
Iten Dats File Publjc-Use Tape Published Tables

Date of birth

‘ Social Seourity no.
Veteran status
Geographic data

Largest unit U.S. 0.8.
(except AZ) (except AZ)
Szallest unit State State
Age classes
Single years
60-6%
65+ x
65-7%, 75-8%, 85+ x x
Other
164
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SPONSOR:

TITLE:

PORPOSE:
DESIGN:

CONTENT:

YEARS OF DATA
CCLLECTION:
PUBLICATIONS:
AVAILABILITY
OF UNPUBLISHED
DATA:

CONTACT:

411

Health Care Financing Administration (HCFA), Department of
Health and Human Services (DHHS)

MHaster Provader of Servioces File

Project Director: Frank L. Kirby
Office of Statistics and Data Management
Bureau of Data Managezent and Strategy
Health Care Financing Administration
Roon 1-F~2, Oak Headows Building
6325 Security Boulevard
Baltimore, MD 21207

To automate the pravider certification activity.

All Hedicare and Medicaid participating institutional
providers.

Provider characteristics:

Hame and address

Medicare provider nuzber

Starf aize

Bed size

Services authorized

Accreditation

County, Hetrcpolitan Statisticul Area codes

0000000

The file 13 produced frox the Medicare/Medicaid Automated
Certificatfon System (MMACS).

Reflects the Medicare recertification oycle--from one to
three years depending on type of institution. Updated daily
on & flow basis.

Hone.

Current file available on ragnetic tzpe or listing. Contact
Office of Statiatics and Data Mansgecent.

Frank L. Kirby
(301) 59%-0942
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SEJNSOR: Realts Care Financing Administration (HCFA), Department of Health and Human
Services (DHHS)

TITLE: Master Provider of Services File
TYPES OF DATA COLLECTED

Data Public- Dat: Public~
File Use File Uco
Tape Tape
C _DATA HEALTE

Eduoational level Acute and obronic conditions
Race Disability days
Ethnicity Chronio livitations:
Sex cf aotivity

¥R ¥ OK MR

O

ERIC

Aruitoxt provided by Eic:

DR TR R ]

Farital status
Migration or mobility

VITAL STATISTICS
Natality
Mortality
Harriage

Divorce

FOUSIE

Typo of dwe)ling

lio. of perrons jin household

Relaticnahip of peracns in
housebold

JECOVE AND WFALTH

Labor force participation
Total Snoote

Seurces of ircore

Het taxets

CIL_& CES

SQURCI
Goneral bospitals
Privste prychistiic hoapitals
Fublic renta) health bhospitalsn
Fursadng lLomes
Othet $nstitntiora} rescurces
Cospuniiy-besed resouraes
Eealth professicns
Otler Lrofesricns) resourcés

L EELS
Costs of care
Qut~of-poclot coxt:
ledicern

Fediceid

Stete experdifutas
Frivete irauvrerce

- 417

166

of mobility
Inpairments
Usuval aotivity status

ALCOHOL, DRUG ABUSE,
EAL

Cognitive impairment scale
Behavior problens
Depression

Alcohol uze

Drug abuse

v_BEALTHE s
Yorbidity
Functional limi.ations
Self-perceived health _

FUNCTIONAL. 1EVELS

Socjal interaction

Activities of datly living

Instrurente} activities of
dajly livirg

HEALTH_CATT_UTILIZATION

Cenersl hospital services

Fursing hote services

Fcr.e bealth care

Rebabs)itatian

lental health hoapitali.sticn

Vent:: health outpstient,
services

Lleoho) 2né divg stce centers

Phyt Sesar. services/viajts

Dentil service: /visits

Freseription drugs

Otber

QTFEF EROAD CATFGORY
FCF_SMPLING UNIT
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SPONSOR: Eealth Care Financing Administration (HCFA), Dopartvent of
Health and Huran Services (DHHS)

TITLE: Master Pririder of Services File

ATA_SET

SIZE OF SAMPLE

Age Huober $in Sample liohresponse Rate

Total

Onder 65

65-7% Not spplicable
75-84

85+

AVAILABILITY AND LOCATION OF SPECTFXC DATA ITEMS
Data File Public-Use Tapo Published Tables

Date of birth
Social Security no.
Veteran z‘atus
Geographic data
Largeat unit
Suallest unit Not applicable
Age olassea
3ingle years
6063

65+
65-74, 75-83, 85+ }
Other

167
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SPONSOR:

TITLE:

PFURPC:

DESIGN:

CONTERT!

YEARS OF DATA

COLLECTION:
PUBLICATIONS:

AVAILABILITY

OF UNPUBLISHED

DATA:

CONRTACT:

P

414

Health Care Financing Adminietration (HCFA), Department of
Health end Human Servioee (DHHS)

Hedicare Annual y: Person y Flle

Projoot Direotor: David W. Chaepney
Conputer Systems Analyet
Offios of Statistios and Deta Hansgement
Bureau of Dats Management and Strategy
Health Care Finanoing Adminietration
6325 Security Boulevard
Baltimore, MD 21207

The oummary file ie ueed to produce etatistical reports by
age, oex, race, and state of reeidence, ehowing nuzber of
persons receiving reimbursed Mciicare eervices and amounte
reizbursed by type of servioe.

5¢ saaple of sged Medicere population based on Sovial
Security number. 25§ sample of disabled Medioare population
based op Sooial Seourity nuamber.

The file is baeed on billa for the sample population. It
ebowe utilization, charges, and reizburaements by typo of
esrvios for each person ueing reixbursed eervioes.

This file is creeted anraally after June 30, in its present
foran, beginuing with data for 1978.

See Heslth Care Financing Adziniestration Series
. Reports in this seriee coneiet of detailed
otatisticel data on the Medicare program.

Tapes and tabuletions for 1982 and 1983.

David ¥W. Chazpney or Irving Goldetein
HCPA
(301) 59%-6128 (301) 597-5980

168
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SPONSOR:
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Servioea (DHHS)

TITLE:

Medicare incual Susesry:

Fealth Care Finanoing Adeiniatraticn (HCFA), Depsrtrent of Health and Ruian

Person Susmsary File

TYIPES OF DATA COL! *CTED

Dats Public-

* File UTae

M S

M Tape

O

ERIC

Aruitoxt provided by Eic:

Dats
Filo

Educational leval
Race
Ethriefty

VParital atatus
Eigration or mobility

VITAL ST,
Katolity
Hortality
Harrisgo
Divorce

RUSIEG

Type of dwolling

No. of peraons in household

Relationship of persons in
houseshold

IKCOLE AND WEALIY

Labor forca participation
Totsl fnoowe

Sources of fnoose

Ket ensetn

VICES

BEALTR_RESOURCES
General hospitols X
Privete psyohiatrio hoapitels x
Public santal health hospitsls x
Nursing howes

Othei inatitutional resources
Zomunity-based resources

Health professions

Other profesazional recotraes

ES
Conts of care
Qut-of-pocket costs
Vodioare
Vedioaid
Stete axponditures
Private inaurance

169

Publio~
Uso
Tape

HEALTH
Aoute ord chronfo conditions
Disability days
Chrouic limftaticns:
of aotivity
of rodility
Iapairsents
Ususl aotivity status

SLCOROL,_DRUQ ARUSE,

il
Cognitive ispairment scsle
Behavior problecs
Depreusion
Alochol use
Drug abuse

Forbidity
Funotioral limitations
Self-peroeived Lealth

FUKCTIONAL LEVELS

Social interaction

Aotivities of daily living

Instrusontal aotivities of
dnily Yiving

HEALTR CARE OTILIZATION

General hospitsl services

Kuraing hose services

Hobe heslth care

Rehabilitation

Mentsl health hospitalizstion

¥ental health cutpatient
servioces

Aleobol and drug, abuse centers

Phytiofan servioes/visits

Dontsl cervicea/visits

Prescrigtion drugs

COther

QIRCR_BROAD CATFGORY
FOR _SAMPLING UHIT
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SPORSOR: Realth Uare Pinarcing Adminiatrstion (BCFA), Departrent of
Hoalth and Husan Servioes (DHEHS)

TITLE: Madiosre Anmual 3 y: Person S 7 Tile

SELECYED ITEYS IN PATA SET
SIZE OF SAKPLE
Annusl Kumbe, of
Leo Persong 3n Sarele® Honresponse Rate
Total 1,320,000
Under 65 500,000 (dissbled)
6Z-7A 500,000
75-8% 250,000
85+ 100,000
¢ approximate

AVAILABILITI AXD LOCATION OF SPECIFIC DATA ITEMS

Date of birth x
Sootal Security po. x

Vetersn atatus
Geographio data

Largeat unit Fealth aervice Stote, region,
aros 0.8,

Scalleat unit County State

Ags olaszes

Single yeara

60-6% x

65+ N

65-78, 75-8%, 85+ x

Other ¢ x x

® aped: 65-66, 67-68, 69-70, 71-72, 73-7%, (5-69, T70-72, 75-79, £0-83;
> 8

D¢osbled: < 35, 35-A5, X¥5.5%, $5-58, 60-6%

170
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SPONSOR:

TITLE:

PURPOSE:

DESICN:
CONTENT:

YEARS OF DATA
COLLECTIOF:

PUBLICATICNS:
AVAILABILITY
OF UNPUBLISBED
DATA:

CONTACT:

417

Eoslth Care Finanoirt Adminirtretion (ECFA), Depertoett of
Health tnd Butan Sorvices (DEES)

MNedicare Enrollment File

Projeot Director: HKary P. Cliffore
Cozputer Rystex hnaly:t
0ffico of Statiatios and Date ManaLement
Buresu of Dats Mansgetont sré Strategy
lleslth Care Finanoing AdrsSniatreticn
Oxk Mezdoss Puilding
6325 Saourity Boulevard
Reltisore, MD 21207

To msintain infornetion on the datcprsphlo snd antit)esent
status of Hodiocsre onrollees, used in the adainistretion of
the Hedicare Progro=.

All Kedicere onrollees.

Stote end oocunty of residancs of Medioare snrollees and typs
of anrollment (i.e., Psrt A and/or Part B).

Date of birth, sex, raoe.

Contiruous file beginning with inception of VedSosre
progras, July 1, 1966.

Annusl Hedicare Prograc Statistios, HCFA

Contaot Irving Goldotein or Bob Butlsr.

Irving Coldstein or Bob Butler
HCFA
(301) 597-59€0 (201) 597-5986

m
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Servicea (DHFS)

me: Medicere Rnrollment File

TYPES OF DATA COLLECTED

SPOXSOR: Health Caro Finanoing Administrstion (HCFA), Dogertwent of Eealth and Ruran

Data Publio-

File Use

O

ERIC

Aruitoxt provided by Eic:

Tape

REOGRAPHIC DAYA
Eduaationsl level
Raca

Ethanfoity

Sex

Harital status
Higration or sobility

Natality
Hortalsity
Harrisge
Divorce

o

Type of dwallint

No. of porsons in household

Relatjonship of perasons in
household

INCOME AND WEALTH

Labdor force partiocipation
Total incoce

Sources of incoce

Hot aosats

SOCIAL SERVICES

HEALTH RESOURCES

Genoral hospitals

Private Psychiatric hospitaln
Publioc sental besith bospitals
Tursing hoows

Other institutions) resources
Cotzunity-basod resources
Bealth professiofs

Other Professional resourcas

) it

Costs of care
Out-of-pocket costs
Holionre

Hodioald

State ezpenditurss
Private insurence

423

172

Dats Public-

File Use
Tape

YEALTH
Acute and chronis conditions

Disability days
Chronic Jimitatsona:
of activity
of mobility
iepsirranta
Ususl aotivity atatus

ALLONOL, DRUG ARUSE,

AFD MENTAL HEALTH
Cognitiva izpairpent scale
Behavior problesa
Dupression

Alochol use

Drug abuse

CBA L

Morbidity

Functiona) limitations
Self-psrcajvod bealth

EUFCTIONAL {KVFLS

Sooja) intersotion

Aotivitias of Caid)y Jiving

Inatrusantsl sotivitien of
daily living

HEALTH CARE UTILIZATION

Genoral hoopita) servioen

hurnSng hoee servioes

Bote heaith care

Rahabjlitatson

Hentsl health hoapitalization

Fental lealth outpatient
services

Alooho} and drug abure contais

PhynSosan servicer/vinits

Dents: fervicen/visite

Prenoription drugs

Othor

QIFFR FROAD CATEGORY
EOR SAVPLING UKIT




419

N SPOESOR: Eealth Cerd Fipanoing idminfstratiocc (ECTA), Departmwent of
Health and Fuman Services (DHES)

TITLE: Medisere Iarcllmeet File

SILECTED ITEMS IN DATA SET
¥
t
. SIIE OF SAMPLE
’ Ruzber enrolled
in Hedioxre
[1.2) {spproximate) Eonresponsg Rate
- Total 29,000,000
tader 65 3,000,000
65-T0 15,000,000
75-85 8,000,000
83 2,500,000

AVAILABILITY AKD LOCATIOX OF SPECIFIC DATA ITEMS

ltep DataPile  Publio-Upe Topo _ Publiished Tsdles

Date of birth x
Sooial Security no. X
VYetaran status
Goograpaio data

Largest unit Census region Census rogion
Snallest unit 11p code County
Age clasaes
Single yoare
60-5% x
65+ x
65-T%, 75-84, 65+ x
Other
7

Q 424
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SPONSOR:

TITLE:

FURPOSE:

DESIGN:

CONTENT:

YEARS OF DATA
COLLECTIOL:

PUBLICATIONS:

420

Bealth Care Finanoing Adsinistration (ECFA), Department of
Health and Human Servicea (DHHS)

The Medicsre History Semple—197% and Later

Project Director: Miohasl MoMullan, Deputy Director
0ffice of Statistios and Data Kanagecent
Bureau of Data Hanagement and Strategy
Héalth Care Finanoing Administration
Osk Mesdows Building
6325 Security Boulavard
Baltimore, MD 21207

The Hedioare History Sample was developed to provida a
longitudinal person-based data file for statistioal
research.

The Hedioare History File ia a 5% sample of all Medioare
utilization records based on terminal digits of ths Medicare
olaim number. It ia a longitudinal file by person that is
updated periodically to include records filed late and to
maintain ourrency by year of medical service.

The file oontains demographio data, eligibility date, ars
Hedioare utilization information for & 5% sample of
benefioisriea. Rec.rds for each atay in hozpital or 1n an
extended oare facility are added once each year. Sugmary
recorda for the year are oreated from physican payment
records, hoze hexlth billa, and outpe*fant bills and
included annually. The utilization dats inolude charge
apounta, type of service, dates of servioe, and disgnoses.

The file is upiated annually. At present the years
1975-1981 are completed.

Lubitz and Prihoda, "Use and Costs of Medicare Services in
the Last Two Years of Life,” Health Care Finsnoing Review,
Voluzme 5, Issue 3, Spring 198%,

Andereon and Kniokmafi, Adverse Seleotion Under a Voucher
Grouping Medioare Recipients by Level ¢? Expenditure,
Iuguiry, Suzaer 196%.

Anderson and Xnickzan, Patterns of Exjponditures 4 ong High
Utilizers of Yedical Care Services: Ti.2 2xper . 3 of
Hedioare Beneficiaries, 1974-1977, Medicu) Ce February
1984,

Veliillan and Gornick, A Study of the "Croszover
Population®: Aged Persons Entitled to Both “edic-~ n(
ledtesid, Hoalth Cere Finencing Review, ¥ une 4, fssue &,
Sw.wer 1982,

Gor ick, Beebe, and Prihode, Options for Change Under
Kedioare: Impact of a Catastrophic Illness Expense,

Heslth Care Financing Review, Voluie 5, Issue 1, Fall 1983.

174
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SPONSOR:

TITLE:

AVAILABILITY
OF UNPUBLISHED
DATA:

CORTACT:

421

Health Care Financing Administration (HCFA), Department of
Health and Huzan Services (DHHS)

The Medicare History Sample—197) and Later

Data can de rade available to contractors and grantees.

Earl Swartz
HCFA
(301) 597-5987

175
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SPONSOR:

422

Services (DHHS)

TITLE: Yhe Medicare History Sasple—197% and Later

TYPES OF DATA COLLECTED

Fealth Care Financing Administraticn (HCFA), Departzent of Fealth and Huzan

Data Public~
File Use
Tepe

C
Educational level
Race
Ethnicity
Sex
Farital status
Higration or mobility

VATAL STATISTICS
Natality
Yortality
Marriage

Divorce

EQUSING

Type of dwelling

fio. of persons in household

Relaticnskip of persons in
bousehold

INCOME AND WEALTH

Ladbor foree participation
Total incowe

Sources Of incope

Ket assets

SOCIAL SERYICES

HEALTH RESOURCES

General hospitals

Private paychiatric hospitals
Public mental health hospitals
Ruraing hoves

Other fnstitutional resources
Coczunity~based resouroes
Health professions

Other professional resources

Costa of care
Out-of-pocket costs
Hedioare

Hedicaid

State expenditures
Private insurance

Dats Public-

File Use

MK KX KN

Hx

176

Tape

Anute and chronic conditions
Disability days
Chronic limitations:
of sctivily
of pobility
Inpairrents
Usual activity status

ALCOEQL, DRUG ABUSE,

AND_MENTAL HEALTH
Cognitive inpairment sca‘e
Behavior Probless
Depresaton

Alcohol use

Drug abuse

A
Horbidity
Functional limitstions
Seli-parceived health

EUNCTIONAL LEVELS

Social iateraction

Activities of daily living

Instruzental aotivities of
daily living

HEALTH CARE UTILIZATION

General hospital services

Rursing hove services (SNF)

Hore health care

Rehabflitation

Mental health hospitslization

Hental health outpatient
services

Alcchol and drug abuse centera

Physician services/viaits

Dental services/visits

®rescription drugs

Othar

(THER BROAD CATEGORY

FOR SAMPLING UNIT
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423

SPONSOR: Health Care Financing Administration (ECFA), Departwment of
Health ud Husan Services (DHHS)

TITLE: The Medicare History Sample—1974 and Later

SELECTED ITEMS IN DATA_SET
SIZE OF SAMFLE
Hurber of Persons Honresponse
C) in e - annually
Total 1.5 Hillion
Under 65
£5-78 .75 Killion
75-8% .80 Million
85+ .12 Millfon

AVAILABILITY AKD LOCATION OF SPECIFIC DATA ITEMS

Iter Data File Pubiic-Use Tape Published Tablea

Date of birth x
Social Security no. x .
Veteran status
Geographio data
Largest unit State
Sxallest unit County
Age classes
Single years
60-65
65+
65-7%, 75-85, B85+
Other < 60

LR I I 3 ]

177
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%, SPONSOR:

\ PURPOSE

DBESIGH:

T, e

COKTENT:

YEARS OF DATA
COLLECTION:

PUBLICATIONS:

AVATLABILITY
DATA:

COKRTACT:

O

ERIC

Aruitoxt provided by Eic:

424

Health Care Finanoing Acministration (HCFA), Department of
Health and Human Servioas (NfES)

Medicare Part B (SMI) S-Percent Semple Bill Stmmary Record

Project Direotor: hishael McHullan, Deprty Director
0ffice of Statictios and Data Managemont
Bureau of Data Management and Strategy
Health Care Financing Administration
Oak Meadows Building
6325 Security Boulevard
Baltimore, MD 21207

To obtain timely data on the amount, type, place, and oost
of Pealth care servioea used undar the Supplemsntary Medical
Insurance (SMI Part B) Program.

A 5% sample of SMI bills is seleotcd based on the
benefioiary'a bealth insurapnce claim number. It is linked
to the Health Insurance Master File for additional
benefioiary and provider informatiom.

Providas information identifying the beneficiary, the
physioian/supplier, total charges, and roimbursenents, as
well as data on type and place of service.

1976-83--tapes oompleted, analytioc studies ongoing.
198%--0ngoing; budgeted and planned.

An Analysis of Services Received Under Medioare by Specialty
of Physioians, Heslth Care Finsnoing Foview, Volume 3,

No. 1, Sept. 1981.

Unpublisbad data available either as hard copy or magnetio
tape for the years 1976 through 1983. Contaot Deputy
Director, Offioe of Statistics and Data Management.

Irving Goldstein

HCE

A
(301) 597-5980
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SPONSOR: Health Care Financing Administration (HCFA), Department of Hoalth and Humen
Services (DEHS)

TITLE: Medicare Part B (SMI) 5-Percent Sesple Bill Szamary Record
TIPES OF DATA COLLECTED

Data Publice Data Public-
Tile Use . File Use
Tape Tape
DEMOCRAPHIC DATA ERALTE
Bducational leval Acute and chronic conditions
x x Rece Disability days
Ethnioity Chronfc limitations:
x x Sex of aotivity
Harital status of mobility
Higration or mobility Inpéirments
Usual aotivity atatus
YITAL STATISTICS
Hatality ALCOBOL, DEUG ABUSE,
Hortality
Marriage Cognitive impairment scale
Divorce Behavior problems
Depresaion
HOUSING Aloobol use
Type ol dwelling Drug abure

No. of perscns in household
Relationship of persons in
household Morbdidity
Functional lisitctions
IHCOME ARD WEALTH Zelf-peraeived Lealth
Labor force participation

Total income FUNCITONAL LEVELS
Sourcsa of income Social interaotion
Ket assets Activities of daily living
Instrumental aotivities of

S0C{A_SERVICES daily living
BEALTH RESOURCES HEALTH CARY UTILIZATION
General hospitals General bospital services
Private pasychiatric hospitals Nuraing bome services
Publ}ic m tal Lealth hospitals x x Home health care
Nut 31ng buws Rehabilitation
Othor institulional resoivrces Mental health hospitalization

. “ smeunity-based resources Mental health outpatient
Health professions services
Other professicnal resources hloohol and drug abuse centers

x x Physician services/visits
HEALTH EXPENSES Dental servicer/visits
Costs of care Prescription drugs
Out-of -pocket costa Otber
x x Medicare

Hedicaid » [of )is §
State expenditures FOR_SAYPLING UNIT

Private insurance

179
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H SPORSOR: Health Care Financing Administration (HCFA), Departmant of
Health and Human Services (DHAS)
.. TITLE: Hedicare Part B (SMI) S-Pervent Sample Bill Summary Reoord
SELECTED ITEMS IN DATA SET
S1ZB OF SAMPLE
B Nunber of SMI Bills
- Age in Sample —Nonresponss Rate
Total 17.7 pillion
-y Under 65 1.6 aillion
M 65-74 8.5 zillion
. 75-8% 5.7 million
! 854+ 2.0 sillion
< AVAILABILITY AKD LOCATION OF SPECIFIZ DATA ITEMS
b
l 4 Public-Use
4 Date of birth . x
i Social Security no.
: Veteran status
Geographic data
Largest unit State
Spellest unit State
Age clanzes
Single years
60-6% x
65+ x
65-74%, 75-8%, 85+
Other
180
'
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SPONSOR:

TITLE:

PURPOSE:
DESIGN:

CONTENT:

YEARS OF DATA
COLLECTION:

PUBLICATIONS:

AVAILABILITY
OF UNPUBLISHED
DATA:

COKRTACT:

ERIC

Aruitoxt provided by Eic:

421

Health Care Finanoing Administration (HCFA), Department of
Health and Human Services (DHHS)

¥odicare Rairbursement by Sta’e and County

Project Direotor: James Welsh, Computer Specialist
Computer Specialist
0ffice of Statistios and Data Management
Bureau of Data Management and Strategy
Health Care Finanoing Administration
02k Meadows Building
6325 Seourity Boulevard
Baltimore, MD 21207

To measure utilirzation of Hedioare services.

411 bills reixbursed under the Medioare progran are
allocated to residence of the benefioiary annually.

The file shows reisbursement for residents ¢f o2ch state and
oounty enrclled in the Medioare program, &8 a grand total
and separately for the Hospital Insurance Program (HI) and
the Supplementary Medioal Insurancs Program {SMI).

Annually sinoe July 1, 1966.

Health Care Financing Adoinistration:

xbu (annual
publication, 1967-1980).

Annus) Medicere Prograp Statisties, 1981 (No. 03153;.
dnnua) Medicare Program Statistios, 198z (No. 03189).

A tape of published data is available. C ntaot 0ffice of
Statistioc and Data Management.

Charles Fisher
HCFA
(391) 59%-6705

181
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SPOKSOR: Eenlth Care Finanoing Adrinistration (HCFA), Departrent of Fealth and Huesn
Services (DEHS)
TITLE: Medicare Reimbursessnt by State and County
TYPES OF DATA COLLECTEL
Data Public~ Data Public~
File Use File Use
Tape Tape
1IC N,
Educational level Aoute and chronic coxditions
x Race Diaabsiity days
Ethnicity Chronic liritations:
x Sex of activity
Marital statuvs of sobility
Migration or rohility Ippsirsents
Taval sotivity status
Natslity ALCOEQL, DRUC ABUSE,
Hortality AND MENTAL HEALTH
Harriage Cognitive fupajiment scale
Divorce Behavior problens
Depresaion
HOUSIKG Alcohol use
Type of dwolling Drug stote
Ho. of persona in household
Relationahip of perrons ir CHAM
household riorbidity
Functicnal limitations
INCOME AND WEALTE Self-perceived hesjth
Libor forco participstion
Tots) fnccee ECHUCTIVEAL LEVELS
Sources of jncove Socia) dntervction ”
Yol aruetn betivitien <f dadly livirg
Inttrusental aotivitios of
£0C, C, dat)y Jivirg
S H C ILIZHTION
Gepere) honpital: x Gener#) hon[its) norvices
Privete prychiatric hospitels ¥ Rursdng hote servioes (SEF)
Put) 3o reantal hesdth hospitsts x Eore hesith care
hursing roran ” Pehebilitation
Other fnstitutional resources x Fental health hoxpitalization
Comu 1ity=brsre¢ erourcen > Fen*sl reslth outjatient.
Bealth profest fon: svovicen
Otler professfom) resouvicet ¥ Fleohod s1.6 Grug ablae center s
X Prysicien wervicen/visate
UEALZE LXFEESES Dentel rervicen/visits
Cests of ctre Preseriptian drugs
Ont < fapeckel cortn Otber
¥ teciostre
| L UTST 3 g QTFEP IFOMD CATFCORY
Siete e gpenGitures FOR SAVPEING THIT
Provate Slanrs nes
182
43.
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SPONSOR: Heslth Care Pinanoing Administration (HCFA), Departzaent of
Healtk and Bumsa Servioes (DHRS)

TITLE: Nedicsre Reisbursemsnt by State and County

SELECTED XTEMS IN DATA SET

SIZE OF SAMPLE

1983 Enrollwent

bro_ . ___in Medloare __ __ Wonrusponse Rate

Totxl 30,000, 000
Undor 65 2,000,000
65-74 15,909, 0¢0
75-84 8,488,000
85+ 2,712,000

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITFMS

{tep Data Flle Public-Use Tape._  Published Tables

Date of birth x
Socdal Security no. x
Veteran atatun
Geograptio datse

Largest unst. Stote

Srollest unit County
Age classea

Single yoars

60-6%

65+
65-7%, 75-8%, 85 X
Othsy

i83
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SPONSOR:

TITLE:

FURPOSE:

DESIGN:

YEARS OF DATA
COLLECTION:

PUBLICATIONS:
AVAILABILYTY
OF NNPUBLISBED
DATA:

CONTACT:

ERIC

Aruitoxt provided by Eic:

430

Health Care Financing idministration (BECFA), Department of
Heslth and Buman Services (DEHS)

MEDPAR Pudlic Use File

Project Director:  MNiobsel MoMullan, Deputy Direstor
0ffios of Statistice asd Deta Mensgement
Bureau oOf Data Hansgement end Strategy
Health Care Finaooing Administration
Oak Meadows Building
6325 Security Boulevard
Baltimore, MD 21207

To provide e pational sample file containing d111ing and
podiosl deti olessified by diagnosis related groups (DRGs)
o3 reported on Hedicare short~stay hospital inpatient dills.

The file is made up of bille for abort-stay hoapital
inpstient services for 203 of tbe Medioare beveficisries,
solectod socording to prédetermined digits of the bealth
insurancs oieim number.

The eleacnts of the billing form (SSA-1X353) are oontained in
the file: age, sex, Medicare status oode} length of stay,
discharge status; total and Medfosre-—covered charges;
prinoipsl disgnosis in ICD-9.LM code and DEG ccde; and otber
billing items. All perscn ar. hospital jdentislers have
been remcved from the file.

Annuslly since 1980,

None.

Tep~ cen be made sveilebls through projoot besd.

Hichael HaMullan
(301) 5975989

184
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SPOXSOR: Health Care Finanoing Administrstion (HCFA), Departoent of Realth and Humsn
Servioas (DHHS)

TITLE:

MEDPAR Public Use File

TIPES OF DATA COLLECTED

Dats Public-

File

O

ERIC

Aruitoxt provided by Eic:

Use
Tapo

Data Public-

Filo

REMQGRAPHIC DATA
Educationsl level
Race

Ethnioity

Sex

Harital atsatus
Higration or sobility

Natality
Hortality
Harriago
Divorce

BpsINg

Type of ¢welling

Ho. of persons in household

Ralatiocaship of perscns in
bousehold

LICOHE AND JEALTH

Labor force partioipation
Totsl fncoce

Sourcas of income

Kat asacts

QCIAL SERVICES

EEALYH RESOURCES

General bospitals

Private psyohiatrio hospitols
Public agntal heslth hospitals
Rursing bomes

Other institutional resources
Comunity-based resources
Bealth professions

Other profassional resources

Costa of care
Out-of-pocket goats
Hedicare

Hedicaid

State exponditures
Private fnsurence

185

Uso
Tape

e
Acute and chronic gonditicns
Dinability days
Chronfo lizitations:

of aotivity

of pobility
Inpaiments
Ususl sotivity status

ALCOROL, DRUG AEUSE,

Coygnitive irpairment scale
Bohavior problers
Depression

Alochol use

Drug abuse

ALTE
Korhadity

Funational limitarichs
3elf-perceived heslth

Sootal fnteraction

Aotivities of daily living

Instruzental sotivities of
datly living

1l t

Goneral ¥ _spital services
Xursing home services
lione health care
Rehabilitation
Yental health hospitalization
Yontal health cutpatient

sorvices
Alcohol and drug abuse conters
Physiofan servicea/visits
Dentsl services/visits
Presoription drugs
Other

QTHER [ROAD CATPCORY
EOR_SAMPLING UNIT
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SPONSOR: Heslth Cars Finapoing Adminiatration (HCFA), Departsent of
Hoalth and Humen Services (DHHS)

TITLE: MEDZAR Publio Use File

SELECTED XTFMS IN DATR SET

SIZE OF SAMPLE
Nuzber of Discharges

ise 3o Sesple--1982 _ Fonreoponse Rate
Total

Onder 6

65« Approx. 2 million

AVAIZLABILITT AKD LOCATION OF SPECIFIC DATA ITEMS

1ten DPats Fllo Public-Dae Tapa Published Iables

Date of birth
Sooial Securivy no.
Yetorsn status
Geogrephic data

Largest unit 0.8,
Saallest unft SH3A
Age classes
Single Yyeers x
60-6%
65+
65-T%, 75-8%, 85+
Other
186
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SPOXSOR:

PURPOSE:

DESIGE:
CORTEXT:
YEARS OF DATA

COLLECTION:

PUBLICATIONS:

AVAILAMILITY
OF UNPUBLISHED
DATA:

COXTACT:

ERIC

Aruitoxt provided by Eic:

438

Eealth Care Finanoing Adsinistration (HCFA), Departrent of
Esalth and Huzan Services (DHES)

Aoslysis of State Nedicaid Progras Charsoteristics

Projeot pDireator: Kim Wivall, Statiatiolan
Hodicaid Statistios Eranch
0ffice of Finsncial and Actuersial
Analysss
Health Care Finsnoing Adoinsstration
Oak Mosdows Duiiding
6325 Seourity Elvd.
Beltizore, ¥D 21207

To provide s single compretonsive source of inforvation
regardiog the polioy and opersting oharacteris.ics of state
Kediosid prograxs.

All states are requasted to update ftoms swh an aligibilsty
and previden ratrbursszent policises, in 8ddition to
Providing aggr ste dsts oo itezs st 83 cortified bod
supply data and expenditures spent on stato~only progracza.
Huch of the informstion requasted iz available froo v.rious
sourcss within the state offices.

Tho dsta base Updated annually con.sins fnformation on:
state #ligidility poliocy for svandstory, options), and
nedioally needy groups; servics ooverage and lixitations;
provider reimdburvesent poliociss; sdeintstration and finsnce
obaraoterfistice; demogaphic, econcoic, and selical cector
obarsoteristios; and atato-only programs.

Annually sinoe 1582; updated in 1983 and 198%. There will
be no 1985 report, but s 1986 study is antioipated pending
Offics of Managezent and Budgot approval of the data
oolleoticn,

» 1982,
1983. Prepared under contract to HCTA by La Jolls
Hanagesent Corporsticd, Decceder 1983, The 1988 report was
expooted in October 1985.

Data ocontained 1D the report avsilabls on mach.lo-resdable
computor tapes. A copy of the report can be obtained for
1982, 1983, and 1988 froa Office of the Aotusry, Division of
Hodiocsid Cost Estimates, Hosltb Care Pinancing
Administration.

Kin Wivall
(301) 59%-3051

187
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SPONSOR: Health Cure Financing Administration (HCFA), Departaent of Health and Buman
Services (DHES)

TITLB: Analysis of State Hedioaid Progrem Charsctristics

TIPES OF DATA COLLECTED

Data Public-
File Use

Tape

ERIC

Aruitoxt provided by Eic:

Dats Publlic~
File Use

Tape

DEMOGRAPHIC DATA
Educational level
Race

Ethnicity

Sex

Marital status
Migration or mobility

Natality
Mortality
Harriage
Divorce

HOUSING

Type of dwelling

No. of persons in household

Relationship of persons in
housebold

.

INCOMR AND  LTH

Labor force participation

Totul incoae .
Sources of income

Net sssets

SOCIAL SERVICES

C]
General hospitals x
Private [aychiatric hospitels x x
Public mental health hospitals
Nursing hoves
Other institutional resources
Ccupunity~based rvsoulces
Health professions
Other professional resources

HEALTR EXPENSES (sggrezato)

Costs of care x x
Out-of-pocket costs

Hedicare

Modicaid

State expenditures

Private insurance

188

439

Acute and chronic conditions
Disability days
Chronic limitations:
of activity
of mobility
Impairsents
Usual sotivity status

ALCOHOL, DRUG ADUSE,

AND MENTAL HEALTH
Cognitive impairment scale
Behavior probless
Depression

Alcobol tse

Drug abuse

Morbidity
Functional limitations
Self-perceived health

FUBCTIONAL LEVELS

Social inte.:ction

Activities of daily living

Instrupentas activities of
daily living

HEALTH CARE UTILIZATION

General hospital servioes

Kursing hcme services

Home health care

Rehabilitation

Mental health bospitalization

Hental health outpatient
services

Alcohol and drug abuse centers

Physician services/visits

Dental services/visits

Presoription érugs

Other

QTEER BROAD CATFGORY
FOR_SAMPLING UKIT
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SPOFSOR:  Eealth Care Fizarcing Adainistration (ECFA), Departnent of
Realth and Fuman Services (DRHS)

TITLE: Amlysis of State Medicaid Progrem Chargoteristics

SELEC'ED ITEMS IN DATA SET

SIZE OF SAHPLE

Kurber in Sazple Honrespopse Rate

dge

Total

Under 65

65-7n
75-81
85+

Not appliceble

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS

Iten Dats File Pudb)ic-Use Tape Publ shed_Tsbles

Date of birth
Socisl Security no,
Vatcran ststus
Ceocraphic dats
Largest unit
Sallest unit

Age classes
Single years
fi(~63
65+
65-7R, 75-8h, 854
Other

State

State

189
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SPONSOR: Hoalth Care Financing Adeinistration (HCFA) Depertment of
Health and Husan Services (DRMS)

g TITLE:

Statistical Report on Medical Care: EKligidles, Necipients,
Faysents, and Services, Progran

Project Director: Christopher E. Howe, Progran inalyst
Hedicaid Statistica Branch
0ffice of Financial and Actuarial
Analysis
Health Care Financing Adaministration
" 02k Headows Juilding
! 6325 Securicy Blvd.
Baltimore, MD 21207

PURPOSE: To mopitor Past and projected future trenda in the Medicaid
program as well es serving as the basis of analysis and cost
saving estimates for the Department of Health and Husen
Services’ oost-sharing legislative initiatives to Congreas.

DESIGH: Reporting on Form HCPA~2082, Statistical Report on Madical
Care: Eligibles, Recipienta, Payrents, and Services is
required annually of all state agencies adainiatering or
supervising tke admipistration of an approved plan for a
federally aided Titls XIX program. Reports cover tbe
federal fiscal year. Data reported on the basis of
individuals receiving redical care, not cases or families.

CONTENT: Various parts of Form HCPA-2082 provide for reporting the
following information on si annual desis:

(1) Raguest of medical assistance by maintenmance assistance
status and basis of eligibility and type of medical care.

(2) Recipienta and arcunts of medical vendor payments by
8ge, sex, and race, and by type of medical care.

(3) Discharges of recipients from general hospitals.

(3) Recipients of inpatient hospital services, skilled
vuraing facilities, intermediate care facilities, and
intermediate ocare faoilities/mentally retarded.

(5) Physician visits, rural health visits, hoee health
visits, and number of prescriptions.

(6) Bligibles’ and recipients’ expenditures for servico
catogories and by maintenance sasistance Status (cash,
popcazh, and modically needy) and basis of eligibility
(AFDC, aged, blind, or dizabled or other Title xIX).

(7) Institutionalized recipienta' expenditures.

(8) Capitation informzation.

YEARS OF DATA  Forn HCFA-2082 has been used continucusly sipce FY 1972. It
COLLECTION: 1s approved through at leaat February 1987 in its current
forzat. Information 1s available @s received. Form 18 due

January 15 following the fiscal year for which statistics
were colleoted.

190
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SPONSOR:

PUBLICATIONS:

AVATLABILIYY

DATA:

CONTACY:

437

Healtl Caro Finanoing Administratica (HCFA), Department of
Health and Human Services (DHES)

Statistical Meport ca Nedical Care: Eligibles, Recipients,
Payments, and Services, Medioaid Progrem

Tables 6,7,8, and 9 which appear quarterly in the HCFA
Review.

0

The Hedicare-Medicaid Data Book: Progras Characteristics,
1981-1983.

Data available on machine-readabls socputer tapes and also
available in unpublithed state Medicaid tables. To obtain
coples, contact: Office of the Actuary, Division of
Yodicaid Cost Estirates; J-1, EQ05-6325 Security Boulsvard,
Baltimore, HD 21207.

Tony Parker

BCP

A
(301) 597-1%17

191
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SPOFSOR: Eealth Care Finoncing Adminiatration (HCFA), Departvent of Health and Fuman
Services (DHES)
TITLE: Statistical Beport on Medioal Care: Eligibles, Recipient-
Payments, and Services, Medicaid Program
TYPES OF DATA COLLECTED
Data Pubjio~ Data Public-
File Use File Use
Tape Tepe
C DA L
Educational level Acute apd chronic conditions
x x Race Disability days
x x Ethnicity Chrontc limitations:
x x Sex of activity
Earital status of wobility
Kigration or mobility Inpairments
Usual activity status
YITAL STATISTICS
Natality ALCOBOL, DRUG ABLSE,
Hortality AND MENTAL HEALTH
Marriage Cognitive imxpairpant scale
Divorce Behavior problexa
Depression
HQUSING Alcohol use
Type of Awelling Drug abuase
Ho. of persons in household
Relationship of persons in
household ¥orbidity
Punctional limpitations
INCOME AFD WEALTH Self-perceived health
Labor force participsticn
Totsl incoce EUNCTIOGHAL LEVELS
Sources of income Socisl interaction
Ket asseta Activities of daily living
Instrumwental sctivities of
x x SOCIAL. SERVICES daily living
8 HEALTH CARE UTILIZATION
x x General hospitals x . Goneral hospital services
x x Private psjchiatric hospitals x x Kuraing hoce services
x x Public pental health hospitals x x Hove health care
x x Nursing hoces Rehabilitation
Other fnstitutionsl rescurces x x Hental health hospitalization
Comsunity-based rescurces ental health outpatient
Health professions sarvices
Other professional resources Alcobol and drug sbuse centers
x x Physfoian servicea/visits
x x Dentsl services/visits
x x Costs of csre x x Presoriptiop drugs
Out-of-pocket costs Other
Bedzoare
x x Hedicatd GTHER BROAD CATEGORY
x x State experdituras FOR_SANPLING UNIT

Private insurance

192
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SPONSOR: BHealth Care Financing Administration (HCFA), Departsent of

Realth and Human Services (DHHS)

TITLE: Statistical Report o2 Medical Care: Eligibles, Recipients,

Paymonts, and Services, Medicaid Progrss

SELECTED JTEHS IN PATA SET

SIZE OF SAMPLE
a n Hon nse Rate

Total
Under 65 Not applicable
65-7% Data are pot sampled
75-8%
85+

AVAILABILITY AKD LOCATION OF SPECIFIC DATF ITEMS

en & Public-! Publjshed Tables

Date of birth
Social Security no.
Veterap atatus
Get€raphic data
Largest unit ~
Swma)lest unit Kot applicable
Age classes
Single years
60-68

65+

65-78, 75.84, 85+
Other

193
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SPONSOR:

DESIGR:

YEARS OF DATA
COLLECIION:

PUBLICATIONS:
AVAILABILITY
OF UNPUBLISBED
DATA:

CONTACT: K

.
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Eealth Care Pinanoing idministration (ECFA), Depertment of
Health and Human Service (DHES)

Linksd Medicare Use—IICES Mortality Statistics File

Project Direotor: James ite
Chie”, wunalytical Studiss Branch
dtfice of Ressarch and Demonstrations
Hezlth Care Finanoing Administration
Foom 2015, Cak Meadows Building
63%0 Security Boulevard
Baltimore, MD 21207

To 8¢y the relation of use of Medicare—covered services to
saus’ of death. B

Th> Medicare utilization and enrollment information in the
Contaoua Medicare History Sample vas linked to the
mortality statistics file of ths Natiuuy® Center for Health
Statistics for a 5§ random s2mple of Mec:ar> earollees who
died in 1979, Of the 70,000 decedenta, rocords were linked
for 9%§.

Use and cost of Medicare-covered benerits (hospital,
physician, howe healtk, skilled nursing faoility, hospital
outpatient) linked to aeath oertificate data including cause
of death. Detai. contained in deacriptions of Continuoua
Medicare History File and Mortality Statistics rile.

1979.

None yet.

Not available.

Japes Lubitz
(301) 597-1460
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SPONSOR: Health Care Financing Administration (ECFA), Department of Health and Auman
Services (DHES)

TITLE: Linked Medic. ~e User<KES Mortality Statistics File
TIPES OF DATA COLLECTED

Data Public- Data Public~
File Use File Use
Tape Taps
DEMOORAPHIC DATA HEALTH
Educational level Acute and chronic conditions
x Race Disability days
Btinioity Chronic limitations:
x Sex of activity
Marital status of mobility
x (limited) Migration or mobility Ispairments
TUsual ectivity status
YITAL STATIOTICS
Natality ALCOMOL . DRUG ABUSE,
x Hortality i
Harriage Cognitive impairment scale
Divorce * avior probleas
Ls"mesnion
BOUSING «Sochol use
Type of dweliing Drug sbuas
Ko. of persons in household
Relatioaship of persons in
houasbold Horbidity

Funotional limitations

INCOUE AMD WEALTR Self-perceived health

Labor force participation

Total income FUNCTTIONAL LEVELS

Sources of income Social interaction

Nat assets Activities of daily living

Instrumental sotivities of

SOCTAL SERVICES daily living

EBALYR RESCURCES C

General bospitals . (for Medicare covered

Private psychiatric hospitals services)

Publfn weatal health bospitalr x General hospital aervices

fursing homes _ x Hursing home sarvines

Other institutional resources x Home haalth care

Community-based resources Reksdbilitation

Bealth profeasions x Mental health hospitatization

Otber professinnal resources x Mantal health ocutpatient

sesrvices

EEALTH EXPENSES aiocochol and drug ebuse centers
x Cost’: of care x Physiciar services/visits
x (l1imited) Out -of~pocket costs Dental services/visits
x ¥-.dicare Presoription drugs

' adicaid x Other

State expenditu.es

Privete insurance QTHER BROAD CATEGORT

POR SAMPLING UNIT
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SPONSOR: Health Care Finanoing Administration (HCPA), Department of
Health and Human Services (DHHS)

TITLE: Linked Medioare Uso—-NCES Mortality Statistios File

SELECTED ITEMS IN DATA SET

SIZG OF SAMPLE
4ge  KHuaber in Sample  Honresponse Rete

Total 63,720
Under 65

65-78 21,821
75-88 24,889
85+ 17,010

AVAILABILITY AKD LOCATION OF SPECIFIC DATA ITEM3

Iton Pata File Public-Use Tape _ Published Tables

Date of birth x
Sooial Seourity no. x
Voteran status
Geographio data

Largest unit U.8.

Szallest unit County
Age olassesn

Single years x

60-68 x

65+ x

65-74, 75-8%, 85+ x

Other

196
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Health Care Financing Administration {HCFA), Department of
Health and Human Services (DHHS)

Madicaid Tape-To-Tape Projecy

Projeot Direotor: Dave Baugh/Fenelope Pine
Project Officers
0ffice of Resaarch, Division of
Program Studies
0ffice of Research and Dexonzirations
Health Care Financing Adminictration
Oak Meadows Building
6310 Seourity Boulevard
Baltimore, MD 21207

This projeot was fnitiated to expand tha agency's ability tou
colleat dats to analyze the Medfcaid pregram.

Tho main data base consists of 1005 dats from five
partioipating states (California, Georgia, Miohigan, New
York, and Teanesses) in uniform oodes and formais., States
send their Medicaid Mansgemont Information Systes (MMIS)
tapes, whioh are edited into a comparable format for
analys’s.

Uniform files are produced for each partioipating state and
yoar. Separate {iles are maintained for enrollment, olains,
and provider dats. Claims, provider, and reirburscsents can
be linked to the Medicaid enrollee who receivea the servica,
8nd to the provider who furnisted it.

1980-1982 dats froa the fivo partioijating states havy been
collected and uniforms files completed. 1983-1983 dats Sion
partioipating states are being ocolleotod at this time.

Pagan-Berluoohi, Aileen, Recipients of Covered Services
Amorg Hedioaid Enrcllees: Michigsn and Hew York, 1981,

fiealth Care Fipanoinz Hotes, No. 3, Decesber 158X.
Pine, P.L., D.X. Baugh, et al., The Modizaid Tape-to-Tape
Project: Enpirioal Use of a Uniform Data Base.

H al_Sveposium on
Appljcations in Medjorl Capa.

Other publicatious are being prepared.

Linited information may be available frow unpublished
tatulations.

Penelope Pine
{301} 597-1%5%
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SPONSOR:

Servioes (DHHS)
TITLE: Medioaid Tape-to-Tape Projeat

444

TIPES OF DATA COLLECTED

Health Care *inanoing Administration (HCFA), Dopartsent of {lealth and Human

Data Publio-
File Use
Tape

Educutionsl level
x Raoce
Ethnioity
Sex

Marital status
Higration or mobility

OTAL STATISTICS
Ns 1lity

x Mortality
Harriage
Divorce

BUSIRG
Type of dwelling

No. of persons in housebold
Relationship of perscas in

household

IHCOME AKD WEALTH

Labor foros partioipation
Total fnoome

Sourcea of funcoce

Net assets

SOCIAL SERVICES
HEALTH RESOURCES
Goeneral hospitals
Nursing hoaes

Cexzunits-based resources
Health professions

Costs of oare
Out-of-pocket oosts
MHedioare

Hedtoatd

State e¢.pendituraes
Private insuranoce

LR

Private psychiatric hospitals
Publis mental health hospitals

Other institutional resources

Otbor professional resources

Data
File

LI

198

449

Public~
Use

Tape

HEALIH
Aoute and ohronfo oonditions
Disability daya
Chronio liaftatfons:
of aotivity
of mobility
Inpairaents
Usual activity statua

ALCOROL, DEUG ALUSE,
Cognitive izpairment scale
Behavior problexs
Depression

Aloohos use

Drug abuse

Horbidity
Functional limstations
Self-parceived health

FURCITONAL LEVELS

Social interaotion

Aotivities of daily living

Instrunental aotivities of
dafly living

HEALTH CARE UTILIZATION

General hospital services

Kursing home servioces

Hons health oare

Rehabilitation

“ental health hospitalization

Hoatal healih outpatient
services

Aloobol and drug abuse centers

Physioian services/visits

Dental servicesa/visits

Presoription drugs

Otber

QIRER _BROLD CATFOORY
FOR_SAMPLING UNIT
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SPONSOR: Hoalth Care Financing Adaminix ratior (ECFA), Departoent of
Hoslth and Huran Services (DHHS)

TITLE: Medicaid Tape-to-Tapoe Project

SELECTED ITEMS IN DATA SET

SI2E OF SAMPLE

Age  Number ir Medicaid _ MNonresponae Fate
Borvlation

Total * 6,869,711

Under 65 5,808,159

65-7% 488,831

756 362,801

85 210,262

® For 3 Statos: Celifornia, Kichigan, snd New York.

AVAILABILITY AND LOCATICN OF SPECIFIC DATA ITEXS

1ton DPata File Pub} ic-Usa Jape Pub} ished Tat)ea
Date of biith x
Socis) Security no. x

VYetoran atatus
Goograpric date
Lurgost unit State State
Sual)eat. unit Z4p eole
Age alasaer
Single yemis x
60-6% x x
65+ »
65-74, 75-85, 85« >
Othey

%3
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Health Care Financing Administration (BCFA), Departoent of
Beelth and Huzan Services (DHHS)

Medigap
SRI International, Menlo Park, California

Projeot Direotor: Judith Sangl, Rescarch Anmalyst
Office of Rosearch/LTSSB
Office of Research and Demonst itiona
Hoalth Care Financing Adminiat: stion
6325 Seaurity Blvd.
Baltimore, M 21207

The survey was conducted to analyze the effectiveness of
varying atate inaurance reguletions on limiting agent and
carketing abuse, promoting policies that provide reascnable
econoric benefits; irproving price coxpstition; iEproving
informed choice; and reduoing duplicative coversge.

Stratified randoa saunple of 1,657 Medicare beneficirries age
65 and over in six states (California, Florida, Mississippi,
Rew Jorsey, Washington, and Wisoonsin) who owmed s Medicare
supplemental policy, bad bolh Part A and Part B coverage,
and were pot jJointly covered by Hedfcaid. In addition,
thore vas a sample of 799 similar Mediosro beneficiaries who
di¢ not own suppleasntal insurance.

Inforzation was colledted on:

(1) Use of Hodicare ssrvices.

(2) Knowlodge of the Medicers Frogran.

(3) Knovledge of private hsalth insuranoce policies owned.

(¥) Experience with policies, corpanies, and agents,

(5) Experionce with information avsilable to purchasera of
supplerental health insurance policies.

(6) Sooloeconoaic Gharscteristios.

1982 (one time only).

HoCall, M., Rice, T., and Hall, A., Hedigap--Study gj
mmmmmmmamm
Final Report, Stanford Research Institute, Septemder 1983
Data will be available in future to cootractors and
grantees.

Judith Sansl
(301) 597-5717
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SPONSOR: Eealth Care Finanoing Administration (BCFA), Dopertment of Health and Human
Services (DHHS)

TITLE: Fedigap
TYPES OF DATA COLLECTED

Data Publio=- Data Pudlio-
File Use FPile Use
Tape Tape
HEALTH
x Educaticoal level Acute and chronic conditions
x Rece Disadility days
x Ethnjoity Chrunio lisitations:
’ x Sex of activity
x Farital status of wodility
Higration or modility Inpairpents
Ususl activity status
Hrtality ALOOROL. DRUG AUSE,
cortality il
- Harrisge Cognitive impairment soale
Divorce Behavior probless

ERIC

Aruitoxt provided by Eic:
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HOUSIEG

Type of dwelling

No. of persons in household

Relationship of persons in
household

INCOME AND WEALTH

Lsbor force partiocipation
Totsl fnoote

Sources of incowe

ot naeta

HecAL SERVICES

UEALTH RESQURCES

General hospitala

Private psychiatrio hospitsls
Pudblio meantal health hospitals
Kuraing hoces

Other inatitutional resources
Coteunity baned resources
Heslth profesaions

Other professional resources

K
Coats of care
Out-of-pocket coste
Kedjcare
HKedloadd
State oxpenditures
Privite fnsurance

Depression
Aloohol use
Drug abuse

LY
Horbidity
Functiona) lizitations
Sclf-perceived hoalth

EURCTIONAL LEVELS

Scoial interaction

Activities of datly living

Instrumental sotivitioa of
daily living

HEALTE CARE UTILIZATION

Generasl hospital services

Kursing hoce cervices

Hloze health care

Rebadilitation

Hental bealth hospitmlizstion

~ntal heslth outpatient
services

Alcohol and drug aduse ceptars

Physiclen pervicer/visits

Dontsl serviocea/visits

Prosoription drugs

Other

QTHER RROAD CATECORY
EOF SAKPLIKG UNIT

Insurance policy informstion
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SPONSOR: Health Care Finanoing Adsinistration (ECFA), Dopartrent of
Health and Human Servicea (DHHS)

TITLE: Medigap

SELECTED ITFMS IN DATA SET
SIZE OF SAMPLE
Age Rusber in Sample Nopreaponse Rate
Total 4,555 145
Under 65 0
65+ %,555

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS
Jten Data File Public-Use Tape Published Tables

Date of birth
Sooial Security no.
Veteran status
Geographic data

Largest unit State State

Szmalleat unit State State
Age classes

Single years x

60-6%

65+ x x

65-74%, 75-84, 85+ x

Other x X

(65-69; 70-78; 75+)

202
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Health Caro Pinancing Adsinistration (RCFA), Derartaent of
Health and Human Services (DHMS)

198% Loog-Ters Care Survey

Project Director: Candace Xacken, Statistician
0rfice of Research
0ffice of Research and Demonstrations
Health Care Financing Adzinistration
63%0 Seourity Boulevard
Baltimore, MD 21207

The data collected in the 198% Long-Term Care Survey
follows up those persons included in the National Survay of
Long~ters Care/National Survey of Caregivers, 1982 (see

p. 70). The data provide both & cross-sectional look at
functicnally iapaired persons ages 65 and over no matter
where they reside and a longitudinal look at the tmaltlona
frox independent living in the ity to 4 in
the coamunity or in institutions, to death.

The saxple ircludes all those persons interviewed in the
1982 Long-Terzm Care Survey who had probless performing
sotivities of daily living (ADLs) or instrumental activities
of daily living (IADLS), a subzample of persons who kad no
functional limitations in 1982 but were found to have
limstations in 1984, a1l perso. . not included in 1982
becsuse they were institutionalized, and a sutaszple of
persons who have aged into the sampls, i.e., perscns who
were 63 and 68 in 1982 and were 65 and 66 in 198%. The
first 3 groups compoae the longitudml component, and a1l %
P the or tional P

Information was gathered for persons living in the community
on the number and degree of ADL/IADL limitations, cognitive
functioning, paid and unpaid caregivers services, use of
sedical services, insurance coverage, income, and assets.
For persons in institutions, data were gathered on the
nuaber and degree of ADL linitations, cognitivs functioning,
source of payment for nursing home stay, and siza of
institution and bed cortification under Medicare and
MKedicaid. For deceased sample persons, data Were gatbered
on place of death, place of residence prior to death, source
of payzent at place of death, formal caregivers, and income.

1985,
Not yet available.
Data are going through preliminary dats procsssing at this

tise.

Candace Macken
(301) 597-1435
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Services (DHHS)

TITLE:

1968 Long-Tern Care Survey

TYvES GF DATA COLLECTED

Health Care Financing Administration (HCFA), Departzent of Health and Human

Data Publig~

File Use
Tape
x x
x x
x x
x x
x x
x x
x x
x x
x x
x x
x x
x x
x x
x x
x x
x x
x x

O
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C
Educationsl level
Race
Ethnioity

Sex
Harftal status
Higration or mobility

Natality
Hortelity
Marriswge
Divorce

EQUSING

Type of dwelling

No. of persons in houaehold

Relstionship of persons in
bousekold

INCOME AND WEALTH

Labor force participation
Total incoce

Sources of income

Hot assets

SQCIAL SERVICES

ERALTH_RESOURCES

General hospitals

Private psychiatric hospitals
Public mental health lrospitals
Hursing hcaes

Other inatitutional resocurces
Cotounity-based resources
Hesltl profesaions

Other professional resources

P,
Costs of csre
Out-of-pocket costs
Medicare
MKodiocsid
State expenditures
Private insurance

97|

€

204

Dats Public-

File Use
Tape

x x

x x

x x

x x

x x

x x

x x

x x

x x

x x

x x

X X

X X

x x

x x

x x

x x

x x

x x

EEALTH
Acut: and chrernie conditions
Disabllity daye
Chronic limitations:
of activity
of pobility
Icpairrents
Uasual aqtivity status

ALCOHOL, DRUG ABUSE,

Cognitive izpairtent scsle
Behavior probless
Deprescion

Alcohol use

Drug abuse

i I
Forbidity
Functional limitations
Self-perceived health

FURCTIONAL LEVELS

Social interaotion

Activitiea of dsily living

Instruxental activities of
datly living

C IL

Genoral hospital services
Huraing hoze services
Hozme heslth csre
Rehabilitation
Hental health hoapitalization
Hental health outpatient

services B
Alcohol ard drug abuse centers
Physician services/viaits
Dental services/visits
Prescription drugs
Other

QTHER BROAD CATEGORY
FOR SAMPLING UNIT
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SPONSOR: H..ith Care Finanoing Adwinistratica (HCFA), Department of Health
and Human Ssrvices (DHHS)

TITLE: 1988 Long-Term Care Survey

SELECTED ITEMS YN DATA SET

SIZE OF SAMPLE
Aze T 1 (x

Total 2%,097 5.2%
Under 65

65-78

75-8%

85+

AVAILABILITY ARD LOCATION OF SPECIPIC DATA ITEMS

Iten ablic-Use Ta Published Tables

Date of birth x x
Social Security no.

Veteran status x x
Geographic data Hational Hational
Largest unit Census region Census region Szallest unit
Z1p code County
4ge claases
Single ysars x x
60-6%
65+

65-7%, 75-8%, 85+
Otbar 65-69, 70-78,
75-79,80-8%, 85+
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Internal Revenue Service (IRS)
Estate/Personsl Wealth File

Projeat Director: Harvin Schwartz, Statistician
Foreign/Special Projects Section
Statistics of Income Division
Internsl Revenue Service
1201 B Street, KW, Hoom 500
Washington, DC 20223

Collection of data fron foderal estate tax returns for the
purpose of tax administration and for use in the production
of persconal wealth estimates.

Sample of estate tax returns filed each year. Sanple size
varies from year Lo year. Sazple based on year of death,
age at death, and size of gross estate.

Identifying information, demographic information, asset
azounts, liabilities, dedustions, net worth, cstate tax
coaputation

Periodically, information cn beneficiaries and arounts of
baquests ar ollecoted.

Micro data f:les have been completed for estate tax
returna filed in 1963, 1966, 1970, 1977 1977, and for 1982
through 1984. Currently, the study 1s .2ducted annually.
Data on perscnal wealth were publishec post recently in the
winter 1985-1985 Bulletin; more ¢ccplite data will be
released in winter 1986~1987.

Pantz, Mary P., *Using the National Death Index o Establish
& Relationship between Wealth and Hortality,” Intornal
Revenue Service, September- 1988 (unpublished working paper).

Bentz, Mary F., and Schwartz, Marvin, sContinuir, .2 IRS
Estinotes of Peracnal Weslth in the United States,” ;384
Anmerican Statisticsl Association Proceedings, Survey
Research Methods Section.

Guyeska, Linda, "The Feasibiii‘y of the Research of Inter
Vivos Transfers of Wealth: The Gift Tax Pilot Study,*
Internal Pevenue Service, October, 1988 (unpublished working
paper).

Schwartz, Marvin, "Trends in Personal Wealth,” ioternal

Revenue Service, Statisties of cncome Bulletin, Interaal
Revenue Service, Volune 3, Number 1, Summer 1983.

206
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SPONSOR: Internal Revenue Se-vice (IRS)

TITLE: Estate/Personal Wealth File

Schwartz, Marvin, "An Evaluation of the Cordition of
Archived Federal Estate Tax Returns With an Eye Toward Their
Potential for Use in Wealth Related Studies,®™ Internal
Revenue Service, May 1988 (unpublisbed working paper).

'

For further information, see also Saith, Jazes D.,
"Socio-economaic Structure and Dynawmics of American
Households in the Twentfeth Century.® Survey Research
Center, University of Michigan, August 1984 (unpublished).

Schwartz, Marvin, "Estirates of Personal Wealth, 1982,%
Statistics of Income Bulletin, Winter 1984-1985.

Bentz, Mary F., "Estate Tax Returns, 1983," Statisticas of
Income Bulletdn, Fall 1984.

AVAILABILITY Public use data tapes can be purchased for the years
OF UNPUBLISHED 1973, 1977, 1982, 1983. and 1984. Contact Marvin
DATA: Schwartz.

CONTACT: Marvin Schwartz
Internsl Reven o Service
1111 Constitvcion Avenue
Washington, IC 2022%
Attn: D:R:S:F, Rooam 500
(202) 376-0199
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Ibternal Revenue Service (IRS)

TTILE: Rstate/Persooal Wealth File

454

TYPES OF DATA FULLFCTED

Data Public-

File Use

LI
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Tape

DIMOGRAPHIC DATA
Educational laevel
Race

Ethnicity

Sex

Farital status
Migration or xobility

AL._STATISTICS
Hatslity

Mortality
Farriage
Divorce

BODSTHG

Type of dwelling

No. of persons ia household

Relationship of persons in
tiousehold

IRCO]

Labor force participation
Total incooe

Sources of fncoce

Kot assets

SOCIAL SERVICES

HEALTR_RESOURCES

General hospitals

Private psychiatric hospitals
Public mental health hospitals
Kursing hozes

Other institutional resources
Cozmunity-based resources
Health profeasions

Other professional presources

\A
Costs of care
Out-of-pocket costs
Hedicare
Pedicaid
State expenditures
Private insurance

Data Public-

File Use
Tape
x
x
208

Hf ALTH
J:ute and chronic conditions
Disability days
Chronic limitations:

of activity

of mobility
Izpsirpents
Ususl activity status

ALCOHOL, DRUG ABUSE,

L
Cognitive icpairment scale
Behavior problens
Depression
Alcobol use
Drug abuse

Horbidity
Functionsl limitations
Self-perceived health

AL _LE'
Social interaotion
Aetivities of daily living
Instruzental activities of
daily living

C, I N
Gensral hospital services
Nursing hooe services
Home health care
Rehabflitation
Pental health hospitalization
Hental health outpatient

services
Aleohol and drug abusa centers
Physicien sirvicea/visits
Dental services/visits
Prescription drugs
Other

OTHER BROAD CATEGORY
NI

Asset information
Estate tax comzputation
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SPONSOR: Internal Fevenue Service (IRS)

TITLE: Estate/Personal Wealth File

SELECTIFD YTEMS 1N DATA SET

SIZE OF SAFPLE

8 Funbw _3n Samble Nonresponse Fate
Total
Under 65
65-74 ot eveilable
75~84
85+

Varies frce year to year and based on size of estate.

AVAILABTLITY AND LOCATION OF SPECIFIC DT} ITERS

Tten Dats File Public-Use Tape Published Tzbles
Date of bhirth x
Social Security no. %

Vetersn satatus
Geogruphic data
Largest unit Hation Hation
Seallest unit State State
Age classes
Single years x x
66-6%

65+

65-74%, 75-8%, €5«

Other: x
Under %5, 45-59,
§0-69, 70-79,
80-89, 90«
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DESIGH:

CONTENT:

YEARS OF DATA
COLLECTION:
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Internal Revenue Service (IRS)
Statistics of Inoome: Individual Income Tax Returns

Projeot Uire~tor: Chief
Individusl Raturns Anzlysis Section
Statistics of Income Division, D:R:S:I
Internal Revenue Ssrvice
1111 Constitution Avenue, KW
Washington, DC 2022%

The production of individual income tax statistics was
suthorized by the Revenue Act of 1916. Statistics of incoame
data are used by a variety of agencies for tax systenm and
economic analyses.

Statistica of ircome data are estimated from a stralified
probability ssmple of income tax returns and supporting
schedules riled with the Internai Revenue Service. The
sanple is based on such criteria as: prinoipal business
activity; pr or ab of a dule; stat’ from
which filed; size of adjusted gross income (or deficit) or
largest of specific income (or loss) itema; totsl assets or
aize of business and farm receipts. The sample size
alternates from 80,000 to 120,000 returns each year,
selected from a population of approximately 96 million
returns. Special searches are conducted for returas
selectod 20 that any bias frok nonresponse is minimal. A
large proportion of tho sample is longitudinal and research
on the longitudinal design of the sample i3 being

conducted. The individual incowe tax returns sazmple does
not make use of data linked to other files, however, certain
other statistics of incomd studies do use linked data files.

Data relative to taxpayers' income, exexptions, deductions,
crodits, and tax aro colleoted. Due to changes in tax laws,
iteas collected vary froo tax year to tax year.

Data are collected for each tax yesr. Individusl incoce
tax data are currently available for tax years 1913 through
1983. Those data will continue to be collected, progcessed,
ard published in future years.

Annual: =
Returns, Internal Revenue Service.

Quarterly: Statistics of Ipcope Bujletin, Itternal Revenue

Service.
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TITLE.

AVAILABILITY
OF UNPUBLISHED
DATA:

CONTACT:

e

457

Internal Revenue Service (IRS)

Statistios of Inoome, Individual Inocse Tax Beturns

Onpublished tabulations and/or public use data tapes are
2vailable on & reirbursable basia. Requestz for da‘s
should be directed to:

Director, Internal Revenue Service, Scatistics of Incwse
Division, D:R:S, 1111 Constitution Avenur, N¥,
Washington, DC 202243. Telephone (202) 3(6-0216

David Paris
IRS
(202) 376~0001

211

462



.

SPONSIR:
TITLE:

458

Internal Revenue Servioce {IRS)

Statistics of Inoowe, Individual Income Tax Esturns

TIPES OF DATA COLLECTED

Data Publice Data Public-
File Usae file Use
Tape Tape

DEYQGRAPHIC DAYA
Edveaticnal level Acute and chronic conditions
Race Disability days
Ethnicity Ch.onifo linitations:
Sex of activity

x x Harital status of mobility
Higration or mobility Izpairzents

Usual activity status
YITAL STATISTICS
Natality ALCOHQL, DRUG ABUSE,
Morte’ ity
Harriage Cognitive irpairnent scale
Divorce Behavior problezs
Depressi.n
PODSIRG Alcohol use
Type of dwelling Drug abuse
No. of persons in household
Relationship of pera- in CHA Y L
housebold Horbidity

INCONE AND WEALTH
Labor force participation

Functiona.. lizitations
Self-perceived health

x x
x x Total income EUNCTIONAL LEVELS
x x Sources of incone Social interaction
Net assets Activ’ jes of dafly living
Instrusental gotivities of
SOCIAL SEPYICES daily living
C] HEAI < 1L
General hospitals Genersl hosjital services
Private psyoliiatric hospitala Hursing hore services
Publi. =entai health hospitals Homo “Nealth care
Nursing houes Rebhabilitat tor
Other institutionsl resources Hented heslth hospitalization
Corzunity-based resources ¥ental health outpatient
Health profeasions services
Other professional resources Alcohol gnd 4rug abuse certers
PLysscsan services/vissts,
Denta) nerv,cea/visits
Coats of care Prescriptinn drugs
X x Out-of-pocket costs Other
Hedicare
Medicaid OYHER BROAD CATFGORY
State expenditures OR_SANPLING UNY
x x Private inaurence
463
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SPONSOR: Internal Rovenue Service (IRS)
TITLE: Statistics of Inoome, Individual rivome Tax Beturns

SSLECTED ITEM3 IN PATA SET

SIZE OF SAMFLE
Age  Fusber In Semolo  Fonpesponse Rate

Total Approx. 88,000
Returns ¥

Under 65 Approx. 75,000
Roturns ¢

65-7%

75-8%

85+,

¥ Size of sazple for tax yesr 1982, Sample sizes
slternate by tax year.

AVATLABILITY ANO LOCATION OF SPECIFIC DATA ITEMS
Ites  DetaFilo  Publio-Uso Tapo  Published Tables

Date of birth
Socisl Seourity no.
Veteran status
Goographic deta

Largest un.it U.s. u.s. u.s.
Seallest unit State Stats Stats
Age olesses
Single years
60--6% .
65+ x x x
65-74, 75-£%, 85+
Other
213
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Raticnal Cancer Institute (NCI), Natfonal Institutes of
Health (XIB), Departsept of Eeslth and Huzan Services (DHHS)

Surveillance, Epidemiology, and End Results (S2.) Progrem

Projeot Direotor: John L. Young, Jr,, Chief
Dsmogrsphio Analysis Section
Naticnal Cancer Institute
Bleir Building
Bethoads, MD 20205

To monitor tho inoidence of “nd survival from oancer in the
United States for purposes of carrying out the candates in
the ‘' stional Cancer Aot.

Data are collooctod on a population dase in 10 geographio
aress of the United Stater and in Pyerto Rico. The sample
ropresents 12§ of the total population of the United states
as & whole, but, within & given geographic ares, dats are
collected on 100% of the population.

The data set oontains demographio informstion (race, sex,
ags, birtbplace, marital status, census tract) of the
patient, medioal information (bistologic type, anatomic
site, laterality, disgnostio procedures, disgnostic
confirzation, scquence) in regsrd to the tupor, extent of
dir ;e8¢ and trestnest of the lesion, snd outoone.

Code Manual: Cancer Surveillunce, Epidemiology, and End
Keoults Reporting-~SEER Program. NIH Pub. No. 79-1999,
revised October 12, 1983, Sth ed.

Data collaction began in 1573 for 8 registries, 197% for 1
registry, 1975 for 1 registry, and 1979 for the latest
registry added to the prograz.

Bibliography svailable from project head. Reprints are
available for many reports, fncluding the following
seleotion of statistioal studies:

Cutler, S.J., and Young, J.L., Jr. Denographic Patterns of
Cancer Inoldence in the United States.

4L ]1. New
York: Acsdemioc Press, 1975.

Devess, S.S., and Silverman, D.T. Tronds in iroidence and
vorta)}ity in the United States. a
3:127-155, 198¢,

Young, J.L.. Jr., snd Pollack, E,S. The incidence of cencer

in the Unitod States. Pp. 138-165 ¢n D. Schotterfeld and

J.F. Frauseni, Jr., eds., Capger Epidepdol and Preven,
PLsladelphie: Ssunders. 1982.
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Xational Canoer Institute (XCI), Natiooal Institutes of
Health (NIB), Departaent of Haalth end Huzan Services (DHHS)

Sorreilisnoe, Epidemiclogy, and End Mesults (SEER) Progrem

Publio use tapes corresponding to published data are
availabla. Thesa tapas oontain sore datailed data than are
available in the publications themselves. For data itess
not previously analyzed, tabulations are available frem NCI.

John L. Young, Jr.
(301) a27-8829
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SFONSOR. Nationsl Cancer Institute (NCI), National Institutes of Eealth (NIH), Departmont

of Health and Huran Services (DHHS)

TITLE: Surveillance, Epidemiclogy, and Bnd Results (SERR) Progrem

TYPES OF DATA COLLECTED

Dats Public-
File Use
Tape
DEMOG]
Educational level
Race
Ethnicity
Sex
Harita™ status
Higra® . or wobility

M OX X M
> M X X

VITAL L TATISTICS
Natality
Mortality
Karriage

Divorze

M X X
M W X X

HOUSING

Type of dwvelling

Ko. of perscns in household

Relatlonship of persons in
househcld

INCOME Alc WEALTH

Labor force participation
Total incope

Sources of incowe

Net assets

SOCTAL SERVICES

HEALTH RESOURCES

General hospitals

Private psychiatric hospitals
Public pentsl hea'th hoapitals
Nursing homes

Other fnstituticnal resouroces
Connunity-based resources
Health professions

Cther professional resources

HEALTH EXPERSES
Costs of care

O f-pocket costs
M are

fedioatd

state evpenditures
Privste insursnce

216
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pata Public-

Tape

File Use
x x
x x

HBALTH
Acute and chronic Jonditions
Disobility days
Chronic limitations:
of sctivity
of mobility
Inpairrents
Usual activity status

LCO! DR BUSE,

AND MENTAL HEALTH
Cognitive impairment scale
Bebavior probless
Depression

Alcohol use

Drug abuse

CHANGES JN_HEALTH TATUS
Horbidity

Functicoal limitat..ns
Self-perceived healih

FUNCTIONAL LEVELS

Social interaction

Activities of daily living

Instrunental sctivities of
daily living

HEALTH CARE UTTLIZATION

Ge ~ral hospital services

Rursing howe aervices

Hope bealtb care

Rehabilitation

Hental health hospitalizetion

Mental health outpatient
services

Aloohol and drug abuse ters

Physician aervices/visits

Dental servicez/~isits

Prescription dry s

Other

OTHER_BROAD CATEGORY

MPLING UNIT
Cancer diagnosis
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SPOKSOR: National Cancer Inatitute (KCI), National Institutes of Realth
(KIH), Departsent of Eeslth and Huran Services (DFHS)

TITLE: Surveillance, Bpidemiolcgy, and End Results (SEER) Progras

IN DATS
SIZB OF SAXPLB
(1973-1982)

ige Rurber in Sawrple Konresponse Rate
Total 650,150

Under 65 325,911

65-74% 189,413

75-8% 131,993

85+ 42,833

AVAILABILITY AND LOCATION OF SPECIFIC DATA ITEMS

Date of birth
Social Security no.
Veteran status
Geographic data
Largest unit
Seallest u-i{
Age classes
Single years
60-6%

6e
65-7%, 75-84%, 85+
Other

Jten Dats File Pub}ic-Uss Tape Publ{shed Tables
Year ot 'y Yoar only
County County State/retro srea
Census tract County State/zetro area
x x
x x
x
x x
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PURPOSE:

DESIGh:

CONTENT:
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AVAILABILITY
OF UNPUBLISHED
DATA:

CONTACT:

4€4

Netionsl Centsr for Health Servioes Research and Health Care
Technology Assessaent (NCHSR), Departmeat of Health and
fuzan Services (DHES)

Hospital Coet and Utilixation Project: Ratiora) Seagle
of Hospitals

Project Director: Rosanna M. Coffey, Director
Hospital Studies Program
Division of Intramural Resesrch
Hationzl Center for Health Services

Research

350 Park Building
5600 Fishers Lane
Rockville, MD 20857

To facilitate anzlysis of lifferences among short-term
hospitals in their use of services, costs of providing care,
and other aspects of behavior.

A sample of 370 short~-term acute care ponfederal bospitals
that had oonputerized djscharge abstract data for years 1973
through 1977. Tho discharge abstract data ocan be linked to
several other files, such as Amcrioan Bospital Annual Survey
of Hospitals, DHHS Area Rescurce File, and a physioian
characteristics file for 160 of the 370 saxple hospitals.

The file includes nearly all information oontajued on
copputerized patient discharge abstract records. Variables
include patient's age, race, sex, prinoipal insurwnoe, up to
seven diagnoses oodes, up to seven procedure codes, dates of
adzission and discharge, days in special care units, and
discharge status.

1976-1977: already collected.
1980-196%: 1in process of collection; avajlable mid-1986.
1985-1987: planned.

See "Annotated Bibliography of the Hospital Studies
Program,® Publj-ation and Inforwation Branch, Room 1-%6,
Park Building, .5$00 Pishers Lane, Rockville, MD 20857,
Contaot project head for information on acoess to
unpublished sggrogate statistios from this study. Xo
public-use tape will be prepared.

Rosanna M. Coffey
(301) 553-5706

213

464




SPONSOR:

465

National Center for Health Services Rezearch and Eealth Care
Teohnology Assessment (NCHSR), Department of Health and Husan Services (DHES)

Hospital Cost and Utilisation Project:
of Bospitals

TCPES OF DATA COLLECTED

ll_uoul Seaple

Nk Data Publio-
T File Use
Tape
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Data Public-
File Use
Tape
1C
Educaticcal level
Raoce
Ethnioity
Sex

Harital status
Higratiot or mobility

Natality
Hortality
Harriage
Divorce

RUSIRG

Type of dwelling

No. of persons in household

Relationship of persons in
household

INCOMZ AMD WEALTH

Labor force partioipation
Tctal inocme

Sources of income

Xet asnsets

SOCIAL SERVICES

HEALTH RESQURCES

General hospitals

Private psychiatric :ospitals
Publio pental health hospitala
Nursing homes

Other instituiional resources
Comaunity-based resourc
Bealth professions

Other professional res.urces

Costs of oare
Out-of-pocket costs
Hedioare

Hedicaid

State expenditures
Private insuranoe

219

470

HEALTH
Acute and ohronic conditions
Disability days
Chronio limitations:
of aotivity
of mobility
Izpairments
Jsual sotivity status

ALCOHOL, DRUG ABUSE,

Cognitive fzpairzent scale
Behavior problexs
Depression

Alcohol use

Drug abuse

Horbidity
Funotional limitations
Self-perceived health

FURCTIONAL LEVELS

Social interacticn

hotivities of daily living

Instruzontal aotivities of
daily living

HEALTH CARE UTILIZATION

Genersl hospital services

Nursing home services

Hoze health cars

Rehabilitation

Hental health hospitalization

Heutal herlth ovtpatient
servicez

Alcohol and arug abuse 3enters

Physiolan servioes/visits

Denta’ servioos/visits

Prescription drugs

Other

QIHER BROAD CATEGORY
EOR_SAMPLING UNIT
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SPORSOR: Natiooal Center for Health Sevices Research and Health Care
Technology Assessment (NCHSR), Department of Health and Human
Services (DERS)

TITLE: Hospital Cort and Thilixation PmJOO‘t